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Abstract
Employment is an aspect in a person’s life that is linked to a sense of self- 
worth and social status (Koch, Egbert, Coeling & Ayers, 2005). Return to work 
following brain tumour has been widely researched in the literature of social sciences. 
Although studies have highlighted factors that influence return to work, the majority 
of research has failed to acknowledge the interaction of physical, psychological and 
social aspects that could impact on the re-employment process of a person with a 
brain tumour.
The present thesis addresses this issue, by adopting relatively novel theoretical 
frameworks (critical realism and phenomenology) to examine the field of brain 
tumour and employment. Within this thesis, brain tumour is considered to be a health 
condition negotiated at a biological, psychological and societal level.
Three studies were conducted for the purpose of this thesis. The qualitative 
methods adopted (Interpretative Phenomenological Approach and constructivist 
Grounded Theory) provided participants the opportunity to describe perspectives and 
experiences in their own words. Study One investigated the experiences of people 
with brain tumour when in the process of returning to work and when in contact with 
employers and Occupational Health Professionals. Study Two studied the 
perspectives of Occupational Health Professionals when working with people with 
brain tumour returning to work and when collaborating with potential employers. 
Study Three looked into the experiences of employers who hired a person with brain 
tumour and collaborated with Occupational Health Professionals.
Results revealed a general disagreement and miscommunication among the 
three groups, while demonstrating that employment after brain tumour is a process 
affected by biological, psychological and social aspects. This notion challenges the 
literature proposing that brain tumour is an individualistic experience that is to be 
studied solely as a neurological condition. Findings also inform occupational 
rehabilitation services and workplace policies on their vital role in the re-employment 
process of a person with brain tumour.
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1.1. Preface
Brain tumour is usually referred to in the literature as falling under the 
categories of either brain damage or cancer, although it is characterised by an absence 
of discrete causal factors (Tobias & Hochhauser, 2010). Moreover, the uniqueness of 
brain tumour lies in its progression. Thus, despite its possible removal and therapeutic 
treatment, it is considered that brain tumour is never fully cured and so the individual 
can be faced with the fear of re-occurrence (Ownsworth, Hawkes, Steginga, Walker & 
Shum, 2009). As with any other type of health condition, brain tumour can inevitably 
affect the individual’s personal and social life, a part of which is employment.
Employment is an aspect of a person’s life that can provide a sense of 
financial security, independence, sense of self-worth, social integration and a feeling 
of service to the community (Koch et ah, 2005). Loss or disruption of employment 
due to brain tumour can leave the individual with detrimental effects on the personal, 
family and social level. Thus, one of the main objectives of rehabilitation services is 
to help people with brain tumour with their social integration. The aim of these 
services is to help individuals adjust to their new-found situation, accept their 
limitations and enhance their capabilities. Within the literature, return to work is 
considered to be the primary indicator of a successful rehabilitation after brain 
tumour. However, failure to return to work has been associated with depressive 
symptoms, fatigue and lower levels of quality of life (McCrimmon & Oddy, 2006; 
Gabriele & Renate, 2009).
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Employers and occupational rehabilitation services hold a central role in the 
re-employment process after brain tumour. On the one hand, lack of or dissatisfaction 
with the support received from these stakeholders could act as a barrier to an 
individual’s successful return to work after brain tumour (Rôding, Lindstrom, Malm 
& Ôhman, 2003; Lock et ah, 2005). On the other hand, it has been illustrated that 
physical and emotional support in the workplace can be valuable to the person with 
brain tumour in their attempt to resume employment (Hooson, Coetzer, Stew & 
Moore, 2013).
A concern while researching the literature on brain tumour, in particular, was 
the use of quantitative methodologies. These methodologies adhere to the dominant 
research paradigm for the study of significant issues for people with disabilities and 
health conditions. This research paradigm is linked to the biomedical model, which 
treats the body as a material entity functioning improperly in case of a health 
condition. Disability, according to this paradigm, is a biological product of bodily 
dysfunction. The person is categorised into “cases”, depending on their symptoms, 
and labelled accordingly. The ultimate goal is to treat and cure the health condition, 
without necessarily understanding it. Hence, the body is “repaired” (Hughes, 2000).
The present thesis challenges this perspective and aims at developing a 
framework, which emphasises the sense of identity of people with brain tumour 
throughout the re-employment process, and views brain tumour as a phenomenon 
shaped by social structures, forming a reality which can be communicated through 
discourse. To take on this challenge, the thesis will adopt two complementary 
theoretical perspectives: critical realism and phenomenology. On the one hand, 
critical realism asserts that reality and knowledge are shaped within a variety of social 
contexts through the exchange of discursive units of meaning, with pre-existing social 
structures and constitutions having an influencing character on the process. It is, 
therefore, inferred that brain tumour is a health condition negotiated among the 
biological, psychological and social sphere. Phenomenology, on the other hand, 
analyses phenomena and lived experiences by considering that gaining knowledge is a 
subjective process, by which the individual receives information from their body and 
negotiates their meaning through their cognition. Thus, the experience of brain 
tumour will be considered unique for each person due to its subjectivity. In spite of
2
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the impression given by the dominant research paradigm that brain tumour is an 
individualistic experience, this thesis considers it to be social too. Overall, it 
conceptualises a neurological condition, like brain tumour, within a social context.
The adoption of this perspective leads to the undertaking of the present thesis. 
In agreement with previous research and lines of thought (for example, Brown, Lyons 
& Rose, 2006; Georgaca, 2013), this thesis aims at introducing relatively novel 
theoretical frameworks in the literature revolving around brain tumour and the role of 
employment. It assumes that the knowledge on brain tumour and the experience of 
returning to work occur within social contexts and among different actors, which 
mediate their meaning. The objective is to gain insight into the process of returning to 
work after brain tumour by talking to people involved in the process: people with 
brain tumour, employers and occupational health professionals. Thus, the thesis is 
interested in the way people make sense of their experience of re-employment after 
brain tumour. The findings of the studies will be discussed with attention to the 
individuals’ inner worlds (intrapersonal level) and the social structures (social level) 
that influence their experiences.
By giving voice to the group of people directly or indirectly affected by it (the 
person with brain tumour, the employer and the occupational health professional), it is 
anticipated that the thesis will acknowledge the voices that up until now have been 
ignored in the literature. The thesis will focus on first-person accounts with the use of 
methodologies that invite these perspectives. In addition, these methodologies help to 
place emphasis on the self, the sense of self-identities and experience.
As the review of the literature on employment and people with brain tumour 
will show, this is the first research attempt to analyse the perspectives of three groups 
of people involved in the employment process: people with brain tumour, employers 
and occupational health professionals. Thus, the thesis will incorporate valuable 
insights derived directly from the individuals themselves into the study of brain 
tumour. Moreover, the results will help enhance occupational rehabilitation services 
for people with brain tumour, as well as current practices in workplace environments.
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1.2. Structure of the thesis
Chapter 2 is comprised of a review of the literature in the area of cancer, in 
general, and brain tumour, in particular. Specifically, the first section of the chapter 
will address the management of cases of brain tumour in research and the way they 
are often examined as part of a wider research population, which includes people with 
brain damage, disabilities and/or cancer. This lack of specific focus is recognised as a 
limitation of the brain tumour literature, thus enhancing the purpose of this thesis. 
Then, it will describe the previously conducted research on employment and cancer, 
in an attempt to review the factors published thus far in the literature that have been 
found to facilitate or impede an individual’s return to work. It will also discuss the 
limitations of the studies presented. It will then examine studies on brain tumour with 
a specific focus on occupational health professionals, employers and people with 
brain tumour. The limitations of these studies will also be discussed. The chapter will 
also discuss identity formation in specific contexts: disability, cancer, brain tumour 
and work. It will exemplify the effects of these specific situations on the sense of self 
and identity with the use of previous studies conducted in each particular field.
Chapter 3 will address the theoretical framework adopted for this thesis. 
Firstly, it will begin with a brief description of positivist research, mainly followed 
within the brain tumour literature. It will then move on to the qualitative paradigm, 
which will be the one adopted for the present thesis. Specifically, the positivist 
paradigm, on the one hand, asserts that there is an external reality, which can be 
discovered by a passive and distant researcher with the use of objective measures. The 
aim of the research, according to this paradigm, is the control and prediction of the 
observed phenomenon and its causal factors. The qualitative paradigm, on the other 
hand, adheres to the idea that reality is multiplicitous and constructed within a variety 
of social contexts. With a specific focus on the conceptual framework, the chapter will 
analyse the basic ideas of symbolic interactionism, social constructionism, critical 
realism and phenomenology. In sum, these approaches posit that reality, knowledge 
and identity are constructed within social contexts, where actors engage in interaction 
with the use of common language. This idea infers that the formation of identity, 
reality and knowledge is social, dynamic and context dependent. It will then move on 
to describe contemporary approaches to identity theory, such as the identity theory,
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social identity theory and the Self-Aspects Model of Identity, as developed by Simon 
(2004). This chapter will also examine the role of the body as viewed by the different 
approaches described. The purpose of this section is to link the body with the sense of 
identity and validate one of the basic propositions of this thesis: whatever happens to 
the body, affects the self. The overall purpose of the chapter is to provide the 
ontological and epistemological positions of the thesis, before moving on to elaborate 
on the methodological position in Chapter 4. The chapter ends with a summary of the 
research questions that the three studies of this thesis will attempt to answer.
Chapter 4 will address the methodological position of this thesis in a 
demonstration of a congruency with the ontological and epistemological positions 
described in Chapter 3. The researcher plays an active role in the construction of the 
participant’s reality and uses flexible techniques that allow the full expression of the 
participant’s story (Cuba & Lincoln, 1994). The use of qualitative methodology in 
social sciences, particularly in health and brain tumour research, will be addressed.
The chapter will then focus on the specific qualitative methods employed for the three 
studies of the thesis. These will be the Interpretative Phenomenological Analysis 
(IPA) by Smith (2009) and the constructivist grounded theory by Charmaz (1995a). 
The chapter will close with a brief examination of the credibility criteria proposed for 
the evaluation of qualitative research, and in particular, the ones put forward by 
Yardley (2000), which will be the ones adopted for the studies.
The chapters that follow will describe and discuss the three studies conducted 
as part of this thesis. Apart from the analysis of the interview data in accordance with 
the guidelines of the specific method employed, a particular attention was placed on 
potential identity and self issues that arose from the participants’ stories. Chapter 5 
will describe the first study of this thesis, which, with the use of IPA, investigated the 
experiences of people with brain tumour with the re-employment process. It was 
demonstrated that return to work was influenced by a number of factors directly or 
indirectly related to employment. The initial reaction to the diagnosis, the changes in 
the employment status and the strategies employed for coping with their health 
condition had an impact on the individuals’ re-employment. It was noteworthy that 
the support offered by the employer varied according to their personal experiences 
and the type of work, and that no support was received from occupational health
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professionals. Results also suggested that participants did not lose their sense or part 
of their self, but rather created a new self-aspect, which included the information 
surrounding the self after brain tumour.
Chapter 6 will analyse the second study of the thesis, which investigated, with 
the use of a constructivist approach to grounded theory, the experiences and 
perspectives of occupational health professionals when working with people with 
brain tumour. Analysis illustrated that occupational health professionals supported 
people with brain tumour returning to work, as long as their capabilities and 
qualifications matched the demands and specifications of the job. Additionally, 
participants found the experience of collaborating with employers as positive, on the 
whole, but stressed that there was discrimination in the workplace for people with 
brain tumour. It was also indicated that there was an interplay between the 
professional and personal self while working with a person with brain tumour and 
collaborating with potential employers.
Chapter 7 will present the third study on employers and their experiences 
when employing a person with brain tumour. This study was conducted with the use 
of a constructivist approach to grounded theory. Employers expressed that there was 
discrimination in workplaces against people with brain tumour, but personally 
supported their re-employment and seemed willing to hire them. Employers also 
supported the implementation of reasonable workplace accommodations for their 
employees with brain tumour and thought they could trust occupational health 
professionals and rely on their recommendations. Furthermore, it was inferred that 
employers held a sense of morality and responsibility in relation to accommodating 
employees with brain tumour, which was intertwined with their professionalism in the 
workplace and their personal experiences with disabling conditions.
Chapter 8 will present a general discussion of the overall findings, 
implications and limitations of the three studies and provide recommendations for 
future research endeavours in the field of employment after brain tumour.
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2.1. Introduction
This chapter will draw upon existing literature in order to investigate the 
issue of identity after brain tumour and its impact on the process of returning to 
work. Initially, a clarification will be offered in regards to the examination of brain 
tumour within the literature and its frequent conceptualisation as cancer, disability 
or brain damage. In this thesis, brain tumour will be conceptualised as a type of 
cancer, but one which needs to be examined in its own right. The review will first 
focus on cancer and studies on the quality of life of the individual and its impact 
on employment. A more specific attention on brain tumour will then follow. 
Particularly, studies on brain tumour types and their impact on quality of life will 
be reviewed. Following this, studies on re-employment after brain tumour will be 
discussed based on their focus on the three stakeholders that directly act on the 
process: the perspectives of people with brain tumour, occupational health 
professionals and employers. The final section will look into identity in the face of 
a health condition and will attempt to describe the formation of identity types in 
specific contexts (disability identity, cancer identity, brain tumour/damage identity, 
work identity), with the use of applicable studies as examples.
2.2. Researching brain tumour as cancer, disability or brain damage?
As the literature review in the following sections will illustrate, brain 
tumour is often categorised either under cases of brain damage, generic disability 
or cancer. Therefore, literature with an exclusive focus on the experience of brain 
tumour, identity issues and returning to work (RTW) from the individuals’ 
perspectives is scant.
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There have been numerous attempts in the literature to identify similarities 
and differences between cases of brain damage and brain tumour. What is usually 
described in the literature in terms of the comparative features of brain damage 
and brain tumour is with regards to the individual’s rehabilitation process. For 
instance, Sherer, Meyers and Bergloff (1997) reported that the majority of people 
with brain tumour who attended a rehabilitation programme primarily designed 
for people with traumatic brain injury were benefited in terms of their 
employment status. Most of the participants were able to be re-employed or attend 
educational training. Moreover, the improvement rates observed were maintained 
at eight months after discharge. These results suggest that the target of 
rehabilitation services for brain damage could be expanded to include people with 
brain tumour.
Huang, Cifu and Keyser-Marcus (1998) found that survivors of brain 
tumour had a shorter rehabilitation length of stay when compared to people with 
stroke. They reported the same result when compared to people with brain injury 
at a later study (Huang, Cifu & Keyser-Markus, 2000). An explanation offered 
was that rehabilitation staff might be biased in relation to the life expectancy of 
people with brain tumour. They wrongly anticipated that the individual would not 
be in need of further rehabilitation input, because of the severity, high morbidity 
rates and shorter survival rates among brain tumour population. The long 
rehabilitation length of stay that was observed among stroke survivors could be 
due to the longer time required for improvement on the functional and 
neurological levels (Huang et ah, 1998). These findings were corroborated by 
Greenberg, Treger and Ring (2006) in their comparative study on brain tumour 
and stroke and their rehabilitation outcomes.
O’Dell, Barr, Spanier and Warwick (1998) also compared the benefits of 
rehabilitation between cases of brain damage and brain tumour. People with brain 
tumour displayed more functional improvements and shorter rehabilitation length 
of stay, in relation to people with brain injury. The explanation that the researchers 
provided was the same as Huang et al’s (1998): rehabilitation staff could be 
discharging people with brain tumour at a higher rate because of the lower life 
expectancy this group is thought to have. An additional explanation offered in 
terms of the longer rehabilitation length of stay for people with brain injury was
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the adverse behavioural problems they could display. Behavioural problems 
caused by brain injury could impact on the support offered by family and friends.
Nevertheless, Ownsworth et al. (2009) described how the nature of brain 
tumour could challenge the comparison with brain injury. Specifically, although 
brain tumour and brain injury share similar symptoms and residual effects, such as 
cognitive deficits, communication problems and motor limitations, there are 
differences in the way they are experienced. For example, cases of brain tumour 
are often progressive when compared to brain injury, which is limited to the 
damaged region of the brain. Furthermore, it is a frequent observation that brain 
tumour often results in functional decline rather than full recovery. People with 
brain tumour often live with the fear that the brain tumour might return. Brain 
tumour and brain damage also share neurosurgery as a treatment method, but brain 
tumour could also be treated with various forms of radiation and chemotherapy.
Furthermore, Fox and Lantz (1998) described the differences between 
brain tumour and cancer. Instances of brain tumour and other types of cancer can 
be similar in terms of the progression of the illness and the treatment methods 
used. However, people with brain tumour experience more profound and 
detrimental effects when compared to people diagnosed with other types of 
cancer. The fact that the cancerous site lies in the brain brings about behavioural, 
cognitive, motor and communication deficits that are absent from other types of 
cancer. The risk linked to brain tumour is thought to be at a higher proportion than 
cancer found anywhere else in the body.
Overall, it is inferred that brain tumour shares some distinct characteristics 
with brain injury and cancer. However, due to the differences between brain 
tumour and brain injury, as well as between brain tumour and cancer, research 
should report findings with more caution. In this thesis, brain tumour will be 
conceptualised as a cancer type, but one with very distinctive characteristics that 
merit further research focus. Before moving on to the specific focus on brain 
tumour, the following section will provide some basic information on cancer and 
its effect on quality of life and employment.
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2.3. Cancer
Cancer is considered as one of the biggest medical problems of our time. It 
is one of the leading causes of death worldwide. It is estimated that, in the United 
Kingdom alone, one in 250 men and one in 300 women are diagnosed with cancer 
each year. Cancer diagnosis rises with age; close to two-thirds of cancer incidents 
are diagnosed over the age of 65. The most common types of cancer are breast, 
lung, colorectal and prostate. Some of the causes identified include inhaled 
carcinogens, such as cigarette smoking; lifestyle options, such as high daily fat 
intake; and occupational factors, such as working in nickel refining industries or 
gold mines. The methods adopted for the control or treatment of cancer largely 
depend on the cancer site and its severity. These include surgery, radiotherapy, 
chemotherapy, hormone therapy and photodynamic therapy, among others (Tobias 
& Hochhauser, 2010).
Recent developments and advances in cancer prevention, diagnosis and 
treatment have caused a decrease in death rates and an increase in people living 
with cancer. Cancer is therefore conceptualised as a chronic health condition 
rather than acute (McDonald, O’Connell & Lutgendorf, 2013). Due to this, the 
focus has switched from mere survival to improving the quality of life (QoL). It 
has also been widely acknowledged that the burden of a health condition such as 
cancer can leave the individual, and their social environment, with profound 
psychosocial difficulties. Common issues that arise following cancer diagnosis are 
feelings of anger, anxiety, depression, uncertainty, helplessness, distress, grief, as 
well as feelings of lack of support and financial burden due to treatment costs and 
possible loss of employment. What is also noteworthy is that these feelings could 
be present from the point in time where a sign of something wrong is first 
suspected up until the treatment phase.
An aspect that adds to the psychosocial burden of cancer is the fear of 
recurrence, which could lead to loss of hope, fear of death and deteriorating 
functional ability. Giarelli (2010) suggests that people receiving diagnosis for 
cancer will experience the effects of a life-threatening health condition in a 
subjective way. Additionally, the effects of cancer treatment, such as 
chemotherapy or radiotherapy, could be long-term, affecting thus the individual’s 
quality of life.
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2.3.1. Cancer and employment
It has been suggested that employment could offer people with cancer 
psychosocial and material benefits, an increased sense of self-esteem, financial 
security, positive social interactions and relationships, and a demonstration of 
capabilities, health and self-worth (Wells, Williams, Fimigl, Lang, Coyle, Kroll & 
MacGillivray, 2013). Joly, Rigal, Noal and Giffard (2011) supported that the mere 
announcement of a cancer diagnosis could have negative consequences on the 
individual’s social status, due to the nature of the treatment options available and 
the subsequent cessation of activities that place them within a societal whole. An 
activity of this sort is employment. For adults of working age who are considered 
to have survived cancer, social integration is achieved by returning to work, which 
then leads to improved QoL (Spelten, Sprangers & Verbeek, 2002).
Cancer and its detrimental physical, cognitive, emotional and 
psychological effects have been found to be the main reason of unemployment (de 
Boer, Taskila, Ojajarvi, van Dijk & Verbeek, 2009). Conversely, it has been 
reported that long-term cancer survivors, as well as their carers within the family, 
are able to remain in the workforce and be productive, despite their need for days 
off for attending treatment (Bradley & Bednarek, 2002). An abundance of 
research has attempted to investigate the factors that facilitate or impede a 
person’s return to work (RTW) and provide a more coherent picture on re­
employment after cancer.
For example, Mehmert’s (2011) literature review identified a number of 
prognostic factors that could have an impact on the re-employment process of 
people with cancer. These refer to disease-related (e.g. cancer site and stage, time 
since diagnosis) and treatment-related (e.g. surgery, radiotherapy, chemotherapy) 
factors, which could be mediated by demographic (e.g. age, gender, education), 
psychosocial (e.g. psychological symptoms such as depression and anxiety, social 
support), motivational (e.g. meaning of work, motivation to work) and work- 
related (e.g. workplace accommodations, employer’s support, work demands) 
aspects, as well as the individual’s health status (e.g. bodily and/or cognitive 
impairments) and work-related interventions (e.g. occupational rehabilitation 
services, continuity of care). The outcomes in terms of work (e.g. successful 
employment, job satisfaction and continuity of work or job loss and career
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changes), psychosocial status (e.g. QoL, social reintegration, psychological well­
being) and economic status and costs could then be positive or negative.
Van Muijen, Weevers, Duijts, Bruinvels, Schellart and van der Beck's 
(2012) systematic review identified that older age, higher level of education, 
higher income and being male, married and Caucasian were associated with 
earlier return to work after cancer. In regards to the job characteristics, van Muijen 
and colleagues reported that less demanding job tasks, self-employment, being 
employed for less than five years and provision of workplace accommodations by 
the employer were facilitators of an early RTW after cancer. Cancer 
characteristics were also found to facilitate RTW, and these included tumour site, 
less extensive disease and treatment options such as less invasive surgery. Cancer 
type, treatment followed, health status, level of education and physical workload 
have also been reported as aspects linked to employment and work ability (Taskila 
& Lindbohm, 2007). Spelten, Sprangers and Verbeek (2002) identified that co- 
workers’ positive attitudes and months since time of treatment aid towards a 
successful RTW, whereas a changed attitude and reduced meaning of work on 
behalf of the cancer survivor could impact on RTW in a negative way. 
Sociodemographic features were not found to be associated with RTW, as 
reported in van Muijen et al.’s (2012) review mentioned above.
2.3.2. Summary
This section looked into the literature on cancer and employment. The first 
sub-section provided basic information on cancer and its impact on an individual’s 
QoL, an aspect of which is employment. Employment, in particular, was identified 
as an aspect in a person’s everyday life that could get impaired in a profound way.
The next section will address the issue of employment in regards to a 
particular type of cancer that has not gained the attention it deserves in the 
literature: brain tumour. First, basic information on brain tumour will be 
presented. Later, the effect of benign and malignant brain tumour on the QoL, and 
thus the employment status, of the individual will be reviewed. The final sub­
section will be divided into three parts: studies on occupational health 
professionals, studies on employers and studies on people with brain tumour. All 
three parts will explore the literature in an attempt to engage the issue of
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employment after brain tumour in accordance with the perspectives of the three 
aforementioned stakeholders who impact on the process.
2.4. Brain Tumour
Brain tumour is a particular type of cancer. It can be a devastating health 
condition that impacts on the individual’s everyday life. It can occur at any part of 
the brain and affect people of any age. In the United Kingdom, around 4000 cases 
of malignant brain tumour are reported each year (Rusbridge, Walmsley, Griffiths, 
Wilford & Rees, 2013). Men are more likely to be diagnosed with malignant brain 
tumour, whereas women are more likely to be diagnosed with benign brain tumour 
(Rampling, 2011). Like any other serious health condition of the brain, it can be 
accompanied by physical dysfunctions, such as visual deficits, loss of hearing and 
motor problems; and cognitive deficits, including memory problems, poor 
executive functioning and affected attention and concentration (Calvio,
Feuerstein, Hansen & Luff, 2009).
The causes of brain tumour remain unknown. Factors pointing to their 
aetiology are still unclear. What is known for a small number of brain tumour 
incidents is that they can be caused by some genetic syndromes and less 
frequently by environmental factors, such as exposure to ionizing radiation 
(Hayat, 2011; Rampling, 2011). Symptoms could include headache, nausea, 
seizures, motor or speech difficulties, abnormalities in vision, sensory loss or 
weakness. Personality changes can also be observed in the form of mood 
disturbances (Beith, 1999; Hayat, 2011; Rampling, 2011).
Different primary tumour types have been identified, according to the 
region of the brain in which they arise. Gliomas occur in the glia, the supportive 
tissue of the brain substance (McNamara, 2011). Gliomas are divided into 
astrocytomas and oligodendrogliomas. Polycytic astrocytomas (Grade I) and 
diffuse astrocytomas (Grade II) are benign gliomas which occur usually in young 
adulthood and are characterised by seizures on their onset. The anaplastic 
astrocytoma (Grade III) and glioblastoma multiforme (Grade IV) are malignant, 
and the most frequent, gliomas. They are usually diagnosed in men and between 
forty to sixty years of age. The median survival age for anaplastic astrocytoma is 
three years, whereas for glioblastoma is one year (DeAngelis, 2001).
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Most oligodendrogliomas are low grade and their primary symptoms are 
seizures and cognitive impairment. The median survival age is ten years. 
Meningiomas are formed by méningothélial cells of the external membrane that 
covers the brain. They occur more frequently to women than men and are 
characterised by seizures, progressive hemiparesis and headache. Most 
meningiomas are benign (DeAngelis, 2001; Behin, Hoang-Xuan, Carpentier & 
Delattre, 2003). Secondary tumours are caused by métastasés if the primary 
cancerous site is the lungs, breast or melanoma and are usually more common 
than primary tumours (Tobias & Hochhauser, 2010). A metastasis of a primary 
brain tumour is rare (Beith, 1999).
Brain tumours have been classified according to their severity and survival 
rates. Grade I tumours are thought to be benign, which can be surgically removed 
and cured with no further treatment. Grade II tumours are those that migrate to 
other regions of the brain, which makes surgical cure rare. They can be 
transformed into Grade III tumours, which, along with Grade IV tumours, are 
growing and expanding in a rapid pace and are not curable. Low-grade tumours 
are benign, whereas high-grade tumours are malignant (Rampling, 2011). Neuro­
imaging techniques such as magnetic resonance imaging (MRI) and, less 
frequently, computed tomography (CT) scan are used for diagnostic purposes 
(McNamara, 2011). The most common treatment techniques are surgery for 
diagnosis, symptom control and tumour removal, when possible; steroids for 
controlling the symptoms; radiotherapy, especially for the management of 
malignant gliomas; and chemotherapy, which has been found to be ineffective for 
Grade III and IV gliomas (Beith, 1999; Tobias & Hochhauser, 2010).
The clinical manifestations of brain tumour are raised intracranial pressure 
and local or general brain dysfunction. Signs of raised intracranial pressure 
include headaches, vomiting and swelling of the optic disc, which in turn leads to 
visual deterioration. The symptoms of brain dysfunction include seizures, 
personality changes, behavioural issues and visual, linguistic, memory and 
cognitive difficulties. The manifestations of brain tumour could be presented with 
variations among individuals, making a concrete and early diagnosis difficult. The 
prognosis of brain tumour depends on age, histology, symptoms and level of 
neurological deficits and performance status. For example, younger age and the
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presence of seizures are associated with better prognosis, whereas poor 
performance status is associated with poor prognosis (McNamara, 2011).
Every case of brain tumour is considered unique since its diagnosis and 
prognosis are largely determined by a variability of factors. However, due to 
technological advances, survival rates have increased. Therefore, the attention in 
the literature has recently turned to the QoL of the individual after the diagnosis of 
brain tumour. The social consequences of brain tumour are deemed as the most 
stressful among survivors. One such consequence is loss of or altered employment 
status. Successfully returning to work after brain tumour is one of the main targets 
of occupational rehabilitation services. The objective is for the individual with 
brain tumour to cope with the disruption of skills and social status and learn to 
accept and work with the current state which they are in.
The following sections will look into the QoL and employment issues 
following brain tumour. Special attention will be placed on the variability of the 
brain tumour effects in terms of its grades (low grade/benign and high 
grade/malignant). It is suggested that the different treatment techniques, the years 
of survival estimations and accompanying difficulties that are linked to specific 
grades of brain tumour will have a varying degree of impact on the individual’s 
QoL and employment.
2.4.1. Benign/malignant brain tumour and QoL
Generally, it has been found that the QoL of people with benign brain 
tumour is considerably better when compared to the QoL of people with 
malignant brain tumour. The reasons for the deteriorating QoL among people with 
malignant brain tumour could lie in the aggressive treatment they undergo such as 
radiotherapy and chemotherapy, which are usually accompanied by fatigue, 
depression and anxiety (Huang, Wartella, Kreutzer, Broaddus & Lyckholm,
2001). In Giovagnoli, Silvani, Colombo and Boiardi’s (2005) study, people with 
high-grade glioma were found to be more anxious and depressed when compared 
to healthy participants. People with Grade III gliomas were also found to have 
higher perceived QoL and better physical and attention performance than people 
with Grade IV gliomas. These findings agree with those reported in Brown, 
Ballman, Rummans, Mauer, Sloan, Boeve, Gupta, Tang-Wai, Arusell, Clark and
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Buckner’s (2006) study on QoL in people with newly-diagnosed high-grade 
gliomas and those reported by Salo, Niemelà, Joukamaa and Koivukangas’s
(2002) study on people with brain tumour’s perceived QoL.
The qualitative study of Halkett, Lobb, Oldham and Nowak (2010) 
identified that people with high-grade gliomas, the vast majority of which were 
Grade IV, had feelings of uncertainty about their future, the way their diagnosis 
would impact on their QoL and their social environment and the side effects of the 
treatment, which involved their uncertainty about their ability to work. These 
participants were also in great need of additional and continuing information about 
their condition; were largely depended on their carers on managing their loss of 
independence, seizures and loss of mobility; and required a more open 
communication with health professionals in terms of shared decisions about their 
treatment and asking more questions.
Osoba, Brada, Prados and Yung (2000) concluded that people with Grade 
IV gliomas carry a significant symptom burden, since they display increased 
fatigue, motor dysfunction, drowsiness, communication issues, headache and 
future uncertainty when compared to people with Grade III gliomas. The fear of 
brain tumour recurrence adds to their burden. These findings were corroborated by 
Pelletier, Verhoef, Khatri and Hagen’s (2002) and Wellisch, Kaleita, Freeman, 
Cloughesy and Goldman’s (2002) studies on people with brain tumour, the 
majority of which were diagnosed with malignant glioma. Overall, it appears that 
malignant brain tumour could bring about constant adjustments and transitions in 
the physical, psychological and social level for both the individual and their 
family (Khalili, 2007).
Research on people with low-grade brain tumour, on the other hand, has 
indicated that they perceive their tumour to be chronic, display more adverse 
emotional responses, hold a weak perception of personal control on their health 
condition and have a weak understanding of their tumour. These elements led to 
greater reports of illness-related anxiety (Keeling, Bambrough & Simpson, 2013). 
Higher long-term depression levels have also been found to be linked to shorter 
survival time and subsequent lower QoL in people with low-grade gliomas 
(Mainio, Tuunanen, Hakko, Niemelà, Koivukangas & Râsânen, 2006).
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2.4.2. Brain tumour and employment
The following section will address the literature regarding three 
stakeholders having a central role in a person’s re-employment after brain tumour: 
occupational health professionals (OHPs), employers and people with brain 
tumour (PwBT). It will refer to studies that have been conducted in the field of 
social sciences in order to describe any aspects that might impact on an 
individual’s RTW. It will incorporate studies from the field of disability and 
cancer in an attempt to exemplify the gap in the literature with regards to a 
coherent picture of RTW after brain tumour. The section will close with a 
description of the studies’ limitations.
2.4.2.1. Occupational Health Professionals
There are many benefits associated with rehabilitation services after a 
health condition. They aim at managing medical, psychological, social and 
occupational complexities. Occupational rehabilitation services are mainly 
focused on the accumulation of necessary skills that could be applied in the 
workplace to compensate for the ones lost. They advocate the assistance of people 
with disabilities in attending and maintaining their occupational status, with the 
firm belief that everyone is capable of RTW. The provision of occupational 
rehabilitation services relies on appropriate and holistic information-sharing and 
support to everyone involved in the re-employment process. This practice could 
result in an increase of workplace productivity and employee participation. 
Indirectly, it could lead to financial security after successfully returning to paid 
employment, increased job retention and prevention of early retirement (Gobelet, 
Luthi, Al-Khodairy & Chamberlain, 2007).
Rehabilitation professionals are considered to be one of the most 
influential figures in the improved quality of life of people with generic 
disabilities. As far as return to employment is concerned, rehabilitation 
professionals’ role in guiding, assessing and supporting the individual with a 
disruptive health condition is imperative. With the rehabilitation professional 
constantly monitoring and applying appropriate interventions, the process of 
returning to work and job retention is successful (Roessler, 2002).
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Literature, however, is scarce when it comes to exploring the standpoints 
of OHPs when working with PwBT. Studies have been conducted mainly with 
people with disabilities as the main focus; in combination with employers and 
survivors’ perspectives; or with the use of a wide sample of health professionals. 
Moreover, results come from a number of different countries, making it difficult 
to implement their findings in the present context in the United Kingdom. The 
following studies outline the issue of RTW from the OHPs’ perspective. The 
distinction used in this sub-section is the research focus of each study, in an 
attempt to demonstrate the incoherent picture literature paints of OHPs’ 
perspectives on RTW after brain tumour.
2.4.2.1.1. Research focus: perspectives o f Health Care Professionals on 
brain tumour: A limited number of studies have been conducted with the use of a 
variety of health professionals in order to investigate their views on RTW after 
brain tumour. McCartney, Butler and Acreman (2011), for example, recruited 
health care professionals, including General Practitioners, hospice nurses and 
therapy radiographers for an investigation of their viewpoints on rehabilitation 
services access for PwBT. The purpose of their study was to identify, with the use 
of semi-structured interviews, the knowledge and readiness of hospital staff when 
it comes to referring PwBT to appropriate rehabilitation services. They found that, 
although they held a positive stand on rehabilitation after brain tumour, 
participants lacked knowledge on the readiness of PwBT to join a rehabilitation 
programme and the services rehabilitation units provide, as well as reliance on 
other people for referral of the PwBT to a rehabilitation service.
With regards to PwBT, the same participants revealed their lack of 
experience in working with PwBT and, therefore, lack of knowledge on brain 
tumour. This could be one of the reasons they were unfamiliar with the right 
timing on referring a PwBT to rehabilitation. The suggestions they provided in the 
hope of solving these issues were meetings with the PwBT along with a 
multidisciplinary team and provision of educational programmes for raising 
awareness (McCartney et al., 2011). This study demonstrated the lack of
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experience and knowledge of health care professionals in terms of general 
rehabilitation benefits, as well as dealing with a PwBT.
2.4.2.1.2. Research focus: working with people with disabilities/health 
issues: This group of studies explored the experiences of OHPs, but with the use 
of a sample that included, other than PwBT, people with health problems and 
generic disabilities. With the use of grounded theory, Gilbride, Stensrud, 
Vandergoot and Golden (2003) tried to identify the characteristics of workplaces 
that were open to hiring people with disabilities. The sample consisted of people 
with disabilities who were successfully employed, employers who hired a person 
with disability in their workplace and rehabilitation professionals who worked 
both with people with disabilities and employers.
Researchers found that all participants agreed that a match should be 
achieved between the skills of the individual and the job demands. Rehabilitation 
professionals, in particular, felt responsible for matching the person’s abilities 
with workplace demands. Their role was to collaborate with both the person with 
disability and the employer. It was also found that rehabilitation professionals 
could provide valuable and on-going support to employers when hiring people 
with disabilities. The conclusion of this study was that benefits for people with 
disabilities in the workplace could be maximised with, first, the match of their 
abilities with the job demands and, second, the support offered to employers by 
rehabilitation professionals (Gilbride et al., 2003).
In Abma, Bültmann Varekamp and van der Klink’s study (2013) 
occupational physicians were recruited along with employees with health 
problems and employers, with the aim to investigate workplace performance. 
Occupational physicians identified a number of factors that could impact a 
person’s work functioning. These included coping strategies, motivation to work, 
the value employees ascribed to work and the support they themselves offered to 
the employees. Also, in accordance with the aforementioned study by Gilbride et 
al. (2003), the match between the person’s abilities and job demands was also 
found to be a factor that could enhance or impede work functioning for people 
with health problems. It was also reported that the collaboration between
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occupational physicians and employers was a significant factor that impacted on 
the work performance of an employee with health problems.
2.4.2.1.3. Research focus: working with people with brain damage: This 
group of studies looked at OHPs’ perspectives, but with people with brain 
damage, in general, as the main focus. For example, a study by Lefebvre, Pelchat, 
Swaine, Gélinas and Levert (2005) explored the experiences of health care 
professionals involved in the rehabilitation of people with brain damage, 
particularly with regards to rehabilitation progress. People with brain damage and 
their families were also interviewed. Results indicated that a number of health 
care professionals did not provide people with brain damage and their families the 
appropriate information for each stage of their rehabilitation. This could also be 
associated with their second finding, which illustrated that health care 
professionals dealt with the problematic aspect of the individual, instead of the 
person as a whole. They did recognise, however, that family and social support 
was essential for the social integration and occupational development of the 
person with brain damage.
Swift and Wilson (2001) focused on the misconceptions of rehabilitation 
professionals on brain damage. The sample also included people with brain 
damage and their caregivers. Participants agreed that the general public and health 
care professionals who are not experts on neurological damage lack information 
on and understanding of the nature, symptoms, recovery and the behavioural and 
cognitive deficits accompanying brain damage. The capabilities of these 
individuals were underestimated, especially due to the invisibility of the damage. 
In spite of this, professionals providing care to people with brain damage have 
been found to be the most supportive and understanding (Swift & Wilson, 2001). 
Lack of knowledge on brain damage on behalf of non-expert health professionals 
reflects the finding reported in the McCartney et al. (2011) study mentioned in an 
earlier section.
Stergiou-Kita, Yantzi and Wan (2010) employed the constructionist 
approach to grounded theory to explore the perspectives of occupational therapists 
when it comes to factors that influence work after brain damage. Participants 
identified a number of workplace and individual factors impacting on the
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evaluation of a person’s readiness to return to work. Workplace factors included 
the consideration of job demands; the risk involved for other employees; the 
ability for information sharing within the workplace environment; and the 
financial issues related to RTW. Individual factors referred to the consideration of 
the individual’s motivation to RTW and their physical independence and their 
cognitive abilities. Upon acknowledgment of the factors that could influence 
RTW, participants felt more able in providing the appropriate help required by a 
person with brain damage.
With regards to barriers and facilitators in the RTW process, a study on 
RTW after stroke has explored the perspectives of occupational specialists with 
the use of qualitative interviews. Participants also included employers and stroke 
survivors. Occupational specialists have identified a number of barriers to the 
process of RTW after stroke. These included poor awareness for safety and 
deficits; need for further surgeries; loss of speech; lack of motivation; time since 
last employed; work performance before the stroke; lack of work experience; and 
lack of family support. Accordingly, the facilitators included awareness of 
abilities and limitations; lengthy work experience and education; realistic work 
goals; and acceptance of new-found health and social status (Culler, Wang, Byers 
& Trierweiler, 2011).
2.4.2.2. Employers
A particular interest in the literature regards the experiences of employers 
hiring or accepting back to work PwBT. Their role in the successful re­
employment and job retention of PwBT is critical. Allowing a person with 
physical and/or cognitive deficits back in the workplace could impact on the 
organisation’s profitability, the workplace environment and the adverse reaction 
of customers. The necessary adjustments required in the workplace could be 
strenuous for everyone involved. The employer would need to face the possibility 
of loss in productivity while training, monitoring and assessing the employee with 
brain tumour (Amir, Strauser & Chan, 2009). On the whole, the process of RTW 
after brain tumour is a process that impacts on everyone involved in a direct or 
indirect way.
21
Chapter 2
Literature Review
Nevertheless, the literature on the employer’s role on RTW after brain 
tumour, specifically, is close to non-existent. The voices mostly heard are those of 
employers of people with generic disabilities or health issues. For the purpose of 
exploring the perspectives of employers with regards to people with health 
conditions in the workplace, the following section will look at literature focused 
on generic disabilities. The provision of workplace accommodations and the 
knowledge of and adherence to discrimination acts will also be examined. A 
distinction used will be the variety of aspects determining an employer’s decision 
to accept a person with disability back to work.
2.4.2.2.L The employee’s characteristics: Employers in Abma et al.’s 
(2013) study reported that the characteristics of an employee with health problems 
that could influence their employment were their beliefs, attitudes, values, 
motivation to work, the meaning that work has for them and their work-related 
goals. For other employers, however, the lowered speed, accuracy and quality of 
job performance of people with disabilities have been considered as less 
favourable than the job performance of employees with no disabilities.
Employees’ reliability with regards to attendance and sick leave has been rated 
positively (Graffam, Smith, Shinkfield & Polzin, 2002b).
The same researchers (Graffam, Shinkfield, Smith & Polzin, 2002a) 
conducted a quantitative study in order to investigate the factors that influence an 
employer’s decision to hire an employee with a disability. Participants found 
employees’ work performance to be very important, as well as the way they were 
influencing the organisation and the rest of the staff. Productive and reliable 
employees were rated positively by participants. They also reported that matching 
job demands with capabilities and qualifications of the individual was also 
significant.
2A.2.2.2. Nature o f disability: The nature and type of the disability was an 
aspect that played a role in an employer’s decision to hire or accept back to work a 
person with disability. For example, Bricout and Bentley (2000) measured the 
responses of employers in terms of the suitability of job applicants with a variety 
of disabilities applying for a hypothetical job position. The disabilities they
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included were either physical or psychiatric. Employers were more likely to hire a 
job applicant with no disabilities than one with either a physical or psychiatric 
disability. This result could reflect the unfamiliarity and the misconceptions of 
employers when it comes to the capabilities and potentials of people with 
disabilities.
Bricout and Bentley’s (2000) findings corroborate with those reported by 
Unger (2002). Unger conducted a literature review on what influences employers’ 
decisions in hiring a person with disability. Overall, employers were more 
concerned with the job performance of employees with mental disabilities and less 
of the job performance of employees with physical disabilities. The social skills of 
employees with physical disabilities were not an issue of concern for employers 
when compared to people with mental disabilities. Additionally, the severity of the 
disability did not play a role in the decision of the employers to hire the 
individual. Similar findings were reported by the employers in Gilbride, Stensrud, 
Ehlers, Evans and Peterson’s (2000) study, who perceived certain health 
conditions, such as cancer, to be more enabling into fulfilling specific job tasks.
The results of the aforementioned studies, however, contradict the ones 
reported by Culler et al. (2011). For the employers in Culler and colleagues’ 
study, the disability of the individual did not influence their intention of hiring or 
retaining them at work. Participants mentioned they were unaware of the job 
applicant’s health condition during the interview process. This tactic ensured that 
discrimination was avoided by hiring a job applicant based on their qualifications. 
This finding is further supported by the employers in Gilbride et al.’s (2003) 
study, who placed more emphasis on the employee’s job performance and less on 
the disability.
2.4.2.2.3. Previous experience with disabilities: The experience of 
employers with previous cases with disabilities, either at a workplace or personal 
level, could impact on their intention to hire or accept a person with disability 
back to work. It could also affect the provision of workplace accommodations. An 
employer’s knowledge on brain tumour and the consideration placed on an 
employee’s workplace performance could be increased with prior exposure to 
disability.
23
Chapter 2
Literature Review
To illustrate, Gilbride et al.’s (2003) study found that employers with 
previous experience with disabilities were more likely to hire and support 
employees with disabilities. Employers valued diversity in their workforce. These 
results are in accordance with the ones reported by Smith, Webber, Graffam and 
Wilson (2004b). Particularly, Smith and colleagues conducted a survey to 
determine employers’ willingness to hire people with disabilities. It was reported 
that employers who were satisfied with the job performance of their current 
employees with disabilities, seemed more willing to hire an employee with 
disability in the future. Those less satisfied, however, appeared less willing to hire 
a similar case in the future. This finding suggests that the levels of satisfaction of 
an employer for their current employee with a disability could be a catalyst in the 
decision of hiring a person with a disability in the future.
Unger’s literature review (2002) agreed with the reports of the 
aforementioned studies. Employers with experience with an employee with either 
mental or physical disability had more positive hiring intentions for people with 
disabilities in the future. In Gilbride et al.’s (2000) study, employers appeared 
satisfied after having hired a person with disability and willing to hire such 
employees in the future. Copeland, Chan, Bezyak and Fraser (2010) argued that 
the level of experience with disability an employer has is related to the positive 
attitudes they hold towards employing someone with disability.
In contrast to the findings of these studies, Graffam et al. (2002a) 
concluded that previous experience with disabilities was not a focal factor in an 
employer’s decision to hire a person with a disability. This could imply that 
employers were focusing on each individual’s qualifications and capabilities 
without being biased by any prior exposure to disabilities.
2.4.2.2.4. Support from OHPs: Employers have shared in a number of 
studies that, when dealing with an employee with a disability, additional help from 
OHPs and occupational services could be beneficial for all parties involved. For 
example, in Gilbride et al.’s (2003) study, employers considered the support and 
guidance received from services focusing on employment and disability to be an 
effective strategy that maximised the benefits for both the employer and the 
employee. Abma et al. (2013) also reported that employers valued the help
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received from OHPs, especially when it involved contacting employees who are 
often absent from work due to health problems. Similar results were found in 
Petty and Fussell’s (1997) study on employer’s satisfaction with supported 
employment programmes provided by employment specialists.
Employers in Graffam et al.’s (2002a) study stated that longitudinal 
disability employment services could be beneficial for them. These parties could 
also collaborate for the planning and maintenance of the job position that is most 
suitable for the employee with disability. As explained by employers in Culler et 
al’s (2011) study, the services OHPs offer could be even more advantageous if 
implemented as early as the hiring process. This would allow the gathering of as 
much information as possible regarding the job applicant, and ways in managing 
and assisting them in the long term.
Although such support on disability issues in the workplace has been 
found to be crucial, a number of studies have reported absence of collaboration 
between employers and OHPs. To illustrate, employers in Hernandez, McDonald, 
Divilbiss, Horin, Velcoff and Donoso’s (2008) study shared their concerns over 
the lack of contact and communication on behalf of occupational rehabilitation 
services and disability employment advisors. Employers felt they lacked support 
and information on how to provide the employee with a disability with required 
assistance in the workplace.
In a similar study, employers have been asked to rate their relationship 
with OHPs. They have classified it as very effective, very ineffective or non­
existent. Overall, employers held mixed feelings about the consultation received 
from occupational rehabilitation services. Although they were positive about 
contacting them, they felt dissatisfied with their collaboration (Gilbride et al., 
2000).
Several authors have proposed a number of strategies that could be 
followed in order to establish a satisfactory collaboration between employers and 
OHPs. Buys and Rennie (2001), for instance, considered that for the 
establishment, development and maintenance of a partnership, strategies could 
include the employer holding a positive stance on employing someone with 
disability; OHPs displaying a professional and competent provision of services; 
OHPs offering additional services that organisations find beneficial and cost-
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effective; both holding a mutual and long-term commitment to the services offered 
and received; OHPs offering a high quality service that could allow the building of 
trust between the two parties; and OHPs providing services that lead to direct and 
indirect benefits for both the OHPs and the employers. These strategies suggest 
that the collaboration between employers and OHPs is not linear and that the 
values and expectations of the employers and the organisation, in general, should 
be taken into account.
Different strategies for a successful collaboration between employers and 
OHPs could include the OHPs providing effective and inclusive training that 
would allow the employers provide the appropriate workplace accommodations to 
the employee with disability; OHPs and employers exchanging ideas on managing 
and assisting the employee with disability in the workplace; employers expanding 
diversity awareness training programmes in the organisation so that they include 
the issue of disabilities; and publicly-funded rehabilitation services assuming the 
costs of hiring, training and assisting an employee with a disability (Hagner & 
Cooney, 2003). These strategies could also lead to mutual benefits between 
employers, employees with disability and occupational rehabilitation services.
Peck and Kirkbride (2001) also supported the provision of awareness training 
programmes for employers.
2.4.2.2.5. Type o f organisation: An aspect found to have an effect on an 
employer’s decision to hire or accept a person with disability back to work is the 
type of the organisation, which could refer to the size, type of services provided 
and policies followed. Fraser, Johnson, Hebert, Ajzen, Coperland, Brown and 
Chan (2010) reported that employers of small companies expressed more concerns 
with regards to employing people with disabilities, which could impact on their 
hiring intentions. Concerns included the potential difficulty in providing 
assistance to employees, costs associated with workplace accommodation 
provision and loss of revenue. One of the conclusions of the study was that, 
depending on the organisation size, employers have different needs and 
expectations from occupational rehabilitation services.
Unger’s (2002) literature review revealed that larger companies and 
organisations were more willing to hire a person with a disability, probably due to
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the variability of job positions being offered. Additionally, social services 
industries were found to share fewer concerns with regards to the employee’s 
work performance. Nowrouzi, Lightfoot, Cote and Watson (2009) found that 
employers of public sector companies and with more than 50 employees were 
more like to offer necessary workplace accommodations. Hernandez, McDonald, 
Lepera, Shahna, Wang and Levy (2009) reported similar results for employers in 
the retail sector.
Senior managers of large organisations, however, have been found not to 
be engaging in a substantial and meaningful interaction with employees with 
disabilities. They have also lacked in the provision of workplace accommodation, 
in spite of their participation in disability awareness training programmes (Dibben, 
James & Cunningham, 2001). This latter result was further supported by 
Cavaleros, van Vuuren and Visser (2002), who found that disability awareness 
training programmes were not effective in the organisation they examined in terms 
of raising awareness and job satisfaction among employees. This resulted in the 
organisation not implementing the training programme.
2.4.2.2.6. Employers ’personal conceptions: A  personal factor that could 
influence an employer’s hiring intentions when it comes to people with disabilities 
is their conceptions and viewpoints. This could result from the presence or 
absence of exposure to any type of disability. In their study, Lengnick-Hall, Gaunt 
and Kulkami (2008) reported some of the concerns that employers held on people 
with disabilities which impacted on their employability. These included the person 
with disability not having the necessary abilities, skills and knowledge for the job; 
being unable to cope with any physical job demands; being less productive than 
the rest of the employees; requiring increased health care costs and expensive 
workplace accommodations; getting involved more easily in accidents at work and 
risking the health of others; being more likely to sue the employer for any 
mistreatment; raising negative reactions from the rest of the personnel; and 
negatively affecting the customers. The researchers concluded that, although these 
concerns might be justified at a certain level, they can still be addressed and 
minimised by appropriate awareness programmes.
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Peck and Kirkbride’s (2001) article corroborates the aforementioned study. 
These authors identified a number of fears that might impede employers from 
hiring people with disabilities. These refer to the cost of workplace 
accommodations; the additional attention and supervision hours that the employee 
might need; the employee’s lack of productivity; the employer’s inability to fire 
the employee in case of mismatch between skills and job demands; and the risk of 
harming the business’s productivity and cost-effectiveness.
Copeland et al. (2010) investigated the cognitive and affective reactions of 
employers towards employees with disabilities and found that employers did not 
hold negative views. Evidently, they held the same positive attitudes as for the 
employees with no disabilities. The researchers reported that the positive feelings 
with regards to employees with disabilities were not found to be associated with 
the level of knowledge the employer had on disabilities. This, in turn, leads to lack 
of discrimination in the workplace. Similar studies have supported the positive 
attitudes towards employees with disabilities (Chan, Strauser, Maher, Lee, Jones 
& Johnson, 2010) and the appreciation of their skills and abilities in the workplace 
(Petty & Fussell, 1997).
The findings of Smith, Webber, Graffam and Wilson’s (2004a) study, 
however, contradict the positivity found in employers’ attitudes towards 
employees with disabilities. Employers were less satisfied with employees with 
disabilities when compared to employees with no disabilities. The aspects with 
which employers were less satisfied were the rate and quality of work 
performance and the workplace climate, which referred to the morale and 
behaviours of the rest of the staff in the presence of the employee with disability. 
This study suggested that employers might be anticipating more problems from 
employees with disabilities in the workplace, an issue that occupational 
rehabilitation services could address.
Hernandez, Keys and Balcazar (2000) reported that employers held 
positive global views on people with disabilities, but more negative ones when 
asked specifically about employing them in their organisation. However, this 
could be influenced by prior exposure to disability at a personal or workplace 
level. For example, as reported in a previous sub-section, Smith et al. (2004b) 
found that the more satisfied an employer was with the employee’s job
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performance, the more positive attitudes they held for future job applicants with 
disability. Therefore, knowledge and experience could be a set of factors that 
impact on an employer’s perceptions and attitudes on people with disabilities.
Amir et al. (2009) agreed that one of the most common concerns shared by 
employers in the literature referred to the productivity of the employee with a 
disability. This involved both the quality and quantity of work performance and 
the ability to cope with the job demands. Another frequently expressed concern 
was the personal level of knowledge on legislations and policies on disability in 
the workplace. Employers seemed unaware of how they could efficiently manage 
and assist their employees, as well as how to implement necessary workplace 
accommodations. A solution to their concerns, as the employers suggested, could 
be the additional support and information from occupational rehabilitation 
services in the form of employer consultation services and incorporation of 
disability awareness training as part of the organisation’s practices.
2.4.2.2J. Knowledge and implementation o f workplace accommodations: 
Several studies have examined the issue of providing workplace accommodations 
after the employment of a person with disability. Workplace accommodations 
could be implemented in terms of getting to work, facilitating job performance or 
enhancing productivity. Workplace accommodations could include allowing 
regular breaks for rest; days off to attend medical appointments; appropriate office 
equipment such as special chairs or computers with voice recognition; 
opportunities for working from home; delivering disability awareness training 
programmes for the rest of the staff; flexibility in work hours; modifying work 
space for easy access in rooms; allowing the recording of meetings; providing 
verbal and written instructions; and reducing noise that could easily distract the 
employee (Chan et ah, 2010).
Copeland et al. (2010) found that employers were positive in providing 
reasonable accommodations that would facilitate the workplace performance of an 
employee. Their positive attitudes could be associated with any previous 
experience of disability in the job context. Similar results were reported by Culler 
et al. (2011), who found that employers were willing to provide accommodations
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that could assist and maximise their employees’ work performance. This strategy 
could lead to higher levels of employee loyalty among the staff.
Solovieva, Dowler and Walls (2011) investigated the direct and indirect 
benefits that employers acquired following the provision of workplace 
accommodations for people with disabilities. Direct benefits included the retention 
of an employee with qualifications; higher levels of productivity among workers; 
and decreased cost in terms of training new staff. The indirect benefits reported 
were the improved relationships among the staff; increased company morale; and 
higher levels of company’s productivity.
2.4.2.2.8. Disability acts against discrimination in the workplace: 
Disability Acts are formed by government bodies in an attempt to provide legal 
protection for people with disabilities in case of discrimination in the workplace. 
They inform both the employer and the employee about their rights and 
obligations and aim at the provision of equal opportunities in the hiring process. 
The disability acts mostly referred in the literature are the Americans with 
Disabilities Act of 1990 (ADA) for the United States of America and the 
Disability Discrimination Act of 1995 (DDA) for the United Kingdom. These acts 
have been amended since first published, but their initial versions are the ones 
mostly explored in the literature.
The Equality Act was introduced in 2010 in order to strengthen the 
legislation on discrimination against disability in the United Kingdom. The 
Equality Act 2010 came to replace the DDA at certain points. For example, for the 
Equality Act, discrimination is not defined solely within the boundaries of the 
workplace but is expanded to a broader social context. Additionally, it 
acknowledges the discrimination against people who are related to a person with 
disability, the indirect discrimination against people with disability and the 
harassment of a person with disability in the workplace. It also provides that 
health-related questions are limited during the recruitment process, in order to 
make certain that a person with a disability is not overly screened about their 
health (Equality Act, 2010).
Section 60 of the Equality Act 2010 prevents the use of disability- or 
health- related questions during the interview process without the managers first
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providing the job candidate with the opportunity to demonstrate that they have the 
right skills for the job. Specifically, “a failure to make reasonable adjustments for 
a disabled job applicant during the recruitment process constitutes unlawful 
disability discrimination that cannot be justified. [...] Section 60 does not prevent 
employers selecting the best candidate for the job; instead it reassures recruitment 
decisions are objectively made, based on each candidate’s true abilities” (Pre­
employment health questions, 2013, p. 3). Generally, it is considered 
discrimination on behalf of the company when asking a job candidate about their 
disability during the interview process and without the question being related to 
the nature of the job requirements. The company also displays discrimination by 
asking disability-related questions and eventually not offering the job position to 
the candidate or withdrawing the job offer because of the candidate’s disability 
(Pre-employment health questions, 2013).
A common finding in studies concerned with disability acts is the 
employer’s lack of knowledge on what they entail. To illustrate, Hernandez et al. 
(2008) found that employers were biased against hiring a person with disability. 
Their fears revolved around the costs of providing workplace accommodations, 
which were mostly linked to lack of knowledge of the ADA. Employers in Chan, 
Strauser, Maher, Lee, Jones and Johnson’s (2010) study also reported that they 
require more training on the ADA, since their lack of knowledge and experience 
on the matter served as a barrier to the successful employment of a person with 
disability.
With regards to the DDA in the United Kingdom, it has been found that, 
although the act was implemented in organisations, the attention it received from 
senior managers was limited (Dibben et ah, 2001). Cunningham and James (1998) 
reported that the majority of the organisations they investigated introduced and 
implemented the DDA or amended existing organisation policies on disabilities. 
Observed changes were related to recruitment processes and procedures on return 
to work after a disability. In spite of this finding, however, only a small proportion 
was willing to provide additional disability awareness training programme for the 
workplace monitoring. A similar result was reported in Cavaleros et al.’s (2001) 
study.
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Woodhams and Corby (2007) attempted to identify changes in the 
workplace after the introduction of the DDA in the period between 1995 and 
2003. Since the implementation of the DDA in 1995, the employment of people 
with disabilities had increased. This finding, however, should be examined with 
caution. The increase in employment rates could reflect the employers’ 
compliance with the law, rather than a change in attitudes in terms of hiring a 
person with disability. Therefore, multiple aspects should be accounted for when 
investigating changes in the workplace due to discrimination acts.
2.4.23. People with brain tumour
2.4.23.1. Work performance: Literature within the social sciences has 
widely explored the perspectives of PwBT on employment and how it has been 
affected by their health condition. Common issues reported include lower rates of 
employment and academic/career achievements (Fuemmeler, Elkin & Mullins,
2002), inability of RTW, mistreatment by potential employers during job 
interviews, wasting work competence and missing the workplace environment 
(Edvardsson & Ahlstom, 2005). A study on survivors of childhood brain tumour 
has found that this particular group experienced cognitive restrictions that 
impacted on their RTW. Those who did manage to RTW were usually in a sector 
in which they were not satisfied being employed (Carlson-Green, 2009). 
Furthermore, Feuerstein, Hansen, Calvio, Johnson and Ronquillo (2007) 
concluded that depressive symptoms, fatigue, cognitive limitations and negative 
problem solving orientation were symptoms associated with work limitations and 
more time off work for people with malignant brain tumour, even four years 
following diagnosis.
Brain tumour has been found to be among the health conditions that 
influenced the most a person’s RTW, productivity and earnings (Syse, Tretli & 
Kravdal, 2008). Failure to RTW after brain tumour could lead to financial issues. 
This, in part, could be related to either returning at a lower level job than the one 
previously held or the bias of managers and employers with regards to employees’ 
productivity levels. Loss of income could be an indirect factor that influences 
people’s adaptation after brain tumour in a negative way (Bradley, Sherwood, 
Donovan, Hamilton, Rosenzweig, Hricik, Newberry & Bender, 2007).
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Davies, Hall and Clarke (2003) explored the cognitive limitations, 
psychiatric symptoms and work adaptation as reported by PwBT and their 
relatives. PwBT who were working reported less psychiatric symptoms, such as 
depression, anxiety, irritability and fatigue, and less communication problems. 
They also reported more adaptation at work, while their relatives agreed that they 
appeared more energetic. The opposite was found for the participants who were 
not working. They experienced higher levels of depression and feelings of 
hopelessness, along with problems with communicating their thoughts, while their 
relatives reported personality changes. This finding demonstrates the advantages 
of employment on adaptation after brain tumour.
Nevertheless, studies have reported findings that contradict the ones by 
Davies and colleagues. Calvio et al. (2009) used comparison methods between 
people with malignant brain tumour who were back to work and a control group 
with no brain tumour. The aim was to examine the cognitive limitations and the 
effect of work between the groups. Cognitive limitations referred to working 
memory, executive functioning and attention. People with brain tumour who were 
working reported cognitive limitations at a higher proportion compared to the 
control group, even ten years after diagnosis. These cognitive limitations could be 
attributed to factors such as low education levels, race, fatigue, job-related stress 
and depressive symptoms. This study suggested that, although PwBT managed to 
RTW, the residual deficits of brain tumour could still influence their job 
performance even a decade following diagnosis.
2.4.23.2. Relationship with the employer: Literature on the relationship 
between the PwBT and the employer, and its effects on RTW, is limited. 
Therefore, for the present sub-section, information will be used from studies on 
people with generic disabilities and cancer. When it comes to literature on people 
with disabilities and their relationship with employers, it has been found that 
negative attitudes of employers was the most frequently reported barrier to a 
successful return to gainful employment (Hernandez, Cometa, Velcoff, Rosen, 
Schober & Luna, 2007). An aspect that has also been examined was the decision 
of the employee to disclose their disability to the employer. Allen and Carlson
(2003) came to the conclusion that people were reluctant to disclose their
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disability in the workplace, in fear of encountering discrimination on behalf of the 
employer. This could take the form of either being refused the opportunity to 
RTW, being handled unfairly during the interview process or getting fired. This 
concern arose in spite of the relevant legislation and discrimination acts that 
legally protect employees.
Similar findings were reported by Wilton (2006). Specifically, the majority 
of people did not disclose their disability in the workplace, which in turn led to 
them not receiving the required workplace accommodations. Reasons for not 
disclosing included their previous experience in workplaces where disability was 
not welcome and the preconception that the workplace environment would not 
legally protect them. Therefore, it is shown that the way an employee with a 
disability perceives their employer, affects not only work performance, but also 
the decision to reveal the disability and, subsequently, the acquirement of 
workplace accommodations.
Studies on cancer have been more inclusive of PwBT and their 
perspectives, compared to studies on generic disabilities. For example, a 
qualitative study on cancer and RTW, which included PwBT, has found that RTW 
was facilitated by the positive and helpful stance of the employer and their 
colleagues. The workplace environment has been found to be sympathetic, 
understanding and helpful and workplace accommodations were provided even 
when the employee did not ask for them. A supportive employer has been found to 
be one who provided workplace accommodations, allowing thus the employee to 
RTW and successfully perform their job. This, in turn, increased the possibility of 
job retention (Main, Nowels, Cavender, Etschmaier & Steiner, 2005).
Amir, Neary and Luker (2008) also conducted a study on the factors that 
influence RTW for people with cancer, including PwBT. They found that 
employers’ positive attitudes encouraged them to RTW, whereas negative 
attitudes impeded on the return or re-adjustment to the workplace. Factors that 
could influence the relationship between the two stakeholders were the duration of 
the employment before the diagnosis and the type of work. Another influential 
factor in an individual’s successful RTW after cancer was the relationship with 
colleagues. Lack of communication with colleagues affected participants’ RTW 
and work performance. Overall, people with cancer appreciated the positive stance
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of employers and colleagues, which enabled them to return to employment. 
Colleagues were found to be the ones providing the most support to people with 
cancer in Taskila, Lindbohm, Lehto, Hakanen and Hietanen’s (2006) study.
Almost half of the participants in Yarker, Munir, Bains, Kalawsky and 
Haslam’s (2010) study on cancer (including brain tumour) and RTW revealed the 
lack of support received from employers and colleagues during their days off 
work. This decreased their confidence in receiving workplace support from 
employers. Others reported that their employers, although willing to help, lacked 
knowledge on cancer and ways to help. This resulted in the absence of workplace 
accommodation provision for nearly all participants. Additionally, although only a 
few participants were contacted by colleagues during sick leave, they felt 
supported once back to work, but only for a short period of time. One of the 
reasons that some colleagues showed understanding was a previous experience of 
cancer. Overall, people with cancer were offered short-term support and 
understanding from their workplace, but shared that their employer’s and 
colleagues’ knowledge could be improved.
2.4.2.3.3. Support from OHPs: Literature on the information PwBT 
receive from OHPs is also scarce. As with the relationship with employers, the 
literature is informed on this matter by studies on disability and cancer that 
include PwBT in their sample. A study that did focus on PwBT and the benefits of 
occupational rehabilitation comes from Rusbridge et al. (2013). They observed 
that employment rates increased for PwBT who attended an occupational 
rehabilitation programme, which included individual assessments, workplace 
interventions and support. Additionally, the programme was more beneficial for 
people already working, on sick leave and more physically able, and less 
beneficial for people who were unemployed and in the process of finding a job. 
This finding suggests that occupational rehabilitation services should be more 
inclusive of the variety of brain tumour types and the employment status of each 
individual.
Yarker et al.’s (2010) study on cancer survivors (including PwBT) and the 
support received from OHPs reported that cancer survivors had no contact or were 
unaware of the services that occupational health departments could offer. This
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could be due to the poor relationship between the occupational health department 
and the employer. Those in contact with occupational health services mentioned 
that it was only after their initiative to approach them that collaboration was 
established. Others felt supported by OHPs on issues such as sick leave and RTW, 
once a relationship was established. A number of participants, however, 
experienced lack of support from OHPs upon their RTW. Overall, this study 
highlighted the significance of OHP support and communication and how their 
relationship with employers can impact on a cancer survivor’s RTW. The lack of 
OHPs support has also been reported in studies on people with disabilities (e.g. 
Hernandez et ah, 2007) and on people with various types of cancer, without 
including brain tumour (e.g. Taskila et ah, 2006; Kennedy, Haslam, Munir & 
Pryce, 2007; Amir et ah, 2009; Bains, Yarker, Amir, Wynn & Munir, 2012).
2A.2.4. Limitations
As made evident by this section, literature has offered an abundance of 
studies set to explore the aspect of re-employment after brain tumour, but as part 
of a cohort with a mixture of diagnoses. Concerns are raised in terms of the 
applicability of findings. There are a number of reasons the findings of these 
studies should be examined with caution. First, as mentioned in the first section of 
this chapter, brain tumour is usually examined within a framework of other health 
conditions, such as cancer, brain damage and generic disabilities. An exclusive 
focus on the experience of brain tumour is lacking, particularly from the OHPs’ 
and employers’ point of view. Additionally, some studies adopted a quantitative 
methodology (e.g. Feuerstein et ah, 2007; Calvio et ah, 2009; Rusbridge et ah, 
2013), while others used qualitative methods to investigate in depth the experience 
of the participants (e.g. Davies, Hall & Clarke, 2003; Main et ah, 2005).
The geographical region in which the studies were conducted also makes it 
questionable to transfer their results to the United Kingdom. Countries in which 
they were conducted include the United States of America (e.g. Hernandez et ah, 
2007; Chan et ah, 2010), Canada (e.g. Lefebvre et ah, 2005; Stergiou-Kita et ah, 
2010), Australia (e.g. Smith et ah, 2004a, 2004b), Sweden (e.g. Edvardsson & 
Ahlstrom, 2005) and Norway (e.g. Syse et ah, 2008), among others. Different
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countries reflect different legislations and policies that apply in a workplace, as 
well as an erraticism of cultural influences on an individual’s experience.
2.4.3. Summary
This section opened with general information on brain tumour. Following 
this, the QoL of individuals and how it is influenced by the type of brain tumour 
(benign or malignant) was discussed. It can be seen that malignant brain tumour 
causes more profound changes in QoL compared to benign brain tumour. An 
aspect of QoL that gets affected by brain tumour is employment. Therefore, this 
section moved on to provide an overview of studies conducted in the field of brain 
tumour and RTW, as well as their limitations. First, the role and experiences of 
OHPs in terms of an individual’s re-integration to the workplace were explored. It 
was made evident that research is lacking the specific focus on brain tumour and 
the OHPs’ role. Studies on employers and their views on employees with 
disabilities were discussed next. The use of studies on experiences with employees 
with disabilities demonstrates the gap in the literature in terms of employers’ 
perspectives upon hiring and managing an employee with brain tumour. Finally, a 
special attention was placed on studies investigating PwBT. It was observed that 
PwBT are frequently recruited as part of a sample of people with cancer, brain 
damage and disability.
The need for an exclusive research focus on OHPs, employers and PwBT, 
which will provide valuable and coherent information in brain tumour literature, 
occupational rehabilitation services for PwBT and workplace environments is 
escalating. Particularly, the literature has offered limited insight into the sense of 
self and identity following brain tumour and how it can mediate the experience of 
returning to work. The next section will discussed the formation of identity types 
(disability identity, cancer identity, brain tumour identity, work identity) and will 
use studies that have been conducted in this area as examples to illustrate the 
points being made.
2.5. Sense of identity in the face of a health condition
It has been suggested that, when a person is faced with the possibility of 
change due to illness or disability, their sense of self will experience changes as
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well; an illness could harm the sense of integrity of self and body (Kestenbaum, 
1982; in Charmaz, 1995b). For many years, the body and its illness manifestations 
were the main focus of the biomedical model. The individual’s accounts and 
emotions were ignored and attention was only placed on damaged or improper 
bodily functions. The biomedical model treated illnesses and diseases as a reality 
that needed to be discovered through medical tests and practices (Hughes, 2000). 
People were thought to be passive captives of their biological dysfunctions. The 
cause of the illness or disease was to be found within the individual and its body, 
stripping it away from agency, responsibility, identity and social influences 
(Georgaca, 2013). In the western world, the ill body was conceptualised as a 
product of physical dysfunctions and biological factors, ignoring thus the 
psychological and social aspects that could have had an impact on the experience 
of illness (Rohleder, 2012)
Further, medical diagnoses served the purpose of deciding on a course of 
action, prescriptions, treatment or rehabilitation, away from the person’s social 
experiences (Harper, 2013). The biomedical model also assumed that health 
conditions could be divided into distinct categories, each with its own risk factors, 
manifestation of symptoms, prognosis and health course (Kirschner, 2013), 
possibly as a way of controlling and treating an impairment based on a labelling 
category.
The process of labelling an individual’s health condition, as well as their 
behaviours and personhood, according to diagnostic textbooks and standardised 
medical categories, reflected the dominance of the medical account over the 
individual’s account. As a consequence, the individual in their social encounters 
would refer to the diagnostic label they were given, as a way of legitimising their 
behaviour and appearing credible within their social environment. This is 
particularly evident in cases of health conditions that lack visible or physical signs 
of illness or disease (Lafrance & McKenzie-Mohr, 2013).
An example of this phenomenon can be seen in social networking sites that 
serve as forums of discussion among people with health conditions. A particular 
phrase among people with brain tumour, in particular, which they have 
popularised recently is “I have brain tumour, what’s your excuse?”. This reflects 
the acceptance of a medical labelling or diagnosis as placed by a person in power
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(the doctor) on to the passive individual (the “patient”), as a way of normalising 
and legitimising their behaviour within a social context and discarding any 
responsibility or blame. The brain tumour is thus considered to be an excuse of 
their actions that might or might not be in accordance with societal expectations.
The treatment of acute illnesses, such as pneumonia, and the prevalence of 
chronic illnesses, such as cancer, has eventually turned the attention to social and 
psychological factors that could impact on a health condition. While vaccines 
treated acute illnesses, lifestyle choices and psychological states (elements ignored 
by the biomedical model) were increasingly recognised as risk factors for chronic 
illnesses. This led to the rise of the biopsychosocial model, which views the 
interaction of biological, psychological and social systems as influencing the 
development, treatment and experience of a health condition. Inherited genetic 
factors account for the biological aspect; mood, lifestyle and personality account 
for the psychological aspect; and social environment, such as peer pressure or 
social norms account for the social aspect of the biopsychosocial model 
(Rohleder, 2012).
Placing a diagnosis of an illness or disease is considered as a way of 
providing an explanation for the individual’s symptoms and transforming their 
experience, rather than discovering an illness with causes that lie inside the 
passive individual. It recognises that the person is an active agent with beliefs and 
feelings, whose health condition is placed within a social, cultural and historical 
context (Georgaca, 2013). It provides a framework whereby a person’s experience 
is understood through the individual’s accounts that are shaped by social 
structures. It aims at challenging the social stigma individuals come to face, 
defending their sense of identities and recognising the influences from social 
contexts, as a solution against the medicalization of their health condition 
(Lafrance & McKenzie-Mohr, 2013).
2.5.1. Disability Identity
Disability identity was reframed as a social identity, mainly due to the 
identity politics movement that emerged in the United States of America, the 
Western and the Developing world (Garland-Thomson & Bailey, 2010). Since 
then, the essentialist approach, which has been targeted by the social
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constructionism approach, was no longer applicable, because anyone, irrelevant of 
gender, age, race, sexual orientation or social class, at any given time, willingly or 
unwillingly, could face the possibility of a disabling condition. Therefore, there 
has been a shift of focus, from the medical condition to the social perspective of 
disability. People with disabilities were no longer considered as “carriers” of a 
medical condition in need of treatment or differentiated based on biological or 
psychological differences. Rather, they were considered as people with opinions 
about their condition and treatment options, who, up until then, were facing 
environmental barriers, social oppression and policies excluding them from their 
rights (Shakespeare, 1996). With the Americans with Disabilities Act in 1990 in 
the United States and the Disability Discrimination Act in 1995 in the United 
Kingdom, disability as a separate social category was realised. This social rights 
movement provided a framework for conceptualising how people with disabilities 
viewed themselves and how they were viewed by people without disabilities.
Paterson and Hughes (2000) argued that, with the health switch from the 
biomedical to the biopsychosocial model, the excluded and oppressed body with 
disability was no longer treated as an object. People with disabilities considered 
their bodies to be displaying a condition they felt proud of and not something that 
needed to be hidden from others. Disability was considered to be more of a 
product of social exclusion and oppression and not simply a set of physical 
impairments. Therefore, therapeutic practices oriented less towards the treatment 
of the disability and more towards the learning to perform and function in 
everyday life along with the disability.
Garland-Thomson and Bailey (2010) discussed some issues regarding the 
formation of disability identity. The first issue was the social and political context 
in which the disability identity is formed. Due to the variability and complexity of 
disability types, it is often difficult to find a suitable category of people with 
similar disabilities. Institutions, such as special schools, are often a ground in 
which people with disabilities communicate with each other and begin forming a 
disability identity, while at the same time are being stigmatised by the outsiders. 
The second issue was that it is a fluid category. As mentioned earlier, it is 
unpredictable who will develop a disability, either willingly or unwillingly. This 
leads to a lack of role models, which could help ease the process of disability
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identity formation. There could also be a number of sub-categories within the 
category of disability, based on the symptoms, treatment, resources used for 
coping and whether it is a physical or cognitive disability.
The third issue was that disability identity is ascribed from outsiders 
through social relations. The traits that account as a disability, the expansion or 
limitation of disability categories and whether the disabling conditions are 
acquired or inborn are inferred from the outside through the modem medical 
system. The last issue was that of the rationalisation of the body. There seems to 
be a norm that puts pressure on individuals to conform to a standard bodily form. 
Any deviation from that form will lead to discrimination. The modem medical 
practise has improved the quality of life, however its ideology of normalisation 
has devalued and stigmatised people with disabilities. Examples of stigmatisation 
of this sort can be seen in the eugenics movement and the medical genocide in 
Germany between 1939 and 1946, both of which tried to eliminate people 
considered being inferior and of devalued classes (Garland-Thomson & Bailey, 
2010).
Shakespeare (1996) suggested that disability identity is not a sole identity, 
but rather a string of multiple ones, since people of different age, gender, race, 
social class, education or sexual orientation can enter the disability category, 
leading to a number of identities taking place. This comes in line with the issue of 
disability being a fluid category and having a number of sub-categories, as 
discussed above. This variability of factors interacting with disability identity 
leads to a differentiated experience of disability and its consequences. The type of 
impairment also affects the experience of disability, for example the situation will 
be different between people with visual impairments and mobility impairments. In 
short, each individual will experience their disability differently, and this 
experience will be influenced by disability and impairment (Reeve, 2002), as well 
as the interplay of other personal factors (Shakespeare, 1996).
The psycho-emotional dimensions of disability are also significant, since 
they include the individuals’ emotional reactions to how other people treat them, 
feelings of unattractiveness, reaction to their social exclusion, feelings on physical 
barriers and internalised oppression, in general (Reeve, 2002). A study has shown 
that stroke survivors perceived their bodies differently after stroke, and this
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largely depended on other people’s reactions when in public. The self-body 
relationship was context-dependent, thus when the stroke survivors were away 
from the safety and privacy of their homes and out in the public eye, they felt like 
they needed to try harder in order to look as competent as everybody else (Ellis- 
Hill, Payne & Ward, 2000).
As Charmaz (1991) supports, a person diagnosed with an illness perceives 
time differently. The self-concept tied to the future can go through changes due to 
uncertainties, thus leading to an additional value to the present self. It seems that 
time can change an individual’s self-concept. Furthermore, there are two ways of 
disclosing an illness, both of which reveal private views of self. Protective 
disclosing controls what, when, how and who will hear about the illness or 
disability. The purpose of this form of disclosing is to protect others from feelings 
of anger and frustration concerning the illness, as well as the uncertain future of 
the person with illness. The second way of disclosing is the spontaneous one, 
which is the full expression of raw emotions without controlling who and when 
will listen. Both ways of disclosing illness can lead to questions about the self, 
with the risk of looking fragile and discreditable because of the illness, while both 
make the private views of self public.
Studies on disability identity are of a great importance because they offer 
insights into the experience of people with a health condition, either physical or 
psychological. For example, it has been found that adapting to an illness or 
disability could take a negative or positive stance. Charmaz (1991) discussed that 
ignoring, minimizing and fighting against the illness are ways of adapting to the 
new-found way of life. When illness or disability has not yet had any effects on 
the individual or when the person has prioritised other goals, for example 
maintaining their job, then illness is ignored. They might even try to separate their 
impaired bodies from their self-concepts, therefore struggling against illness, 
instead of with illness (Charmaz, 1995b). A study on stroke survivors has reported 
that they experienced negative sense of self following stroke, while having 
negative feelings about the future and settling for a restricted future self (Ellis-Hill 
& Horn, 2000).
An example of struggling with illness, therefore adapting to it with a 
positive stance, comes from the participants in Watson’s (2002) study on identity
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and disability. Participants did not perceive their selves to be different because of 
their disability. Most of them have managed to incorporate it in their everyday 
lives and considered it to be normal. Since these participants’ selves were what 
they felt they were, and not what others suggested, Watson concluded that their 
disability identity was not a product of discourse. Although this goes against the 
notion of socially constructing an identity through discourse, Watson goes on to 
explain that participants simply rejected the identity of the disabled individual, 
along with the possible negative consequences imposed by others.
It has also been argued that people with cognitive, hence invisible, 
disabilities integrated their disability into their sense of identity and self in a 
continuous way, characterised by flexibility and intentionality. People with 
invisible disabilities cannot be thought to have adjusted to their new-found 
situation due to the constant feedback and information-seeking from others. 
Therefore, the information constantly received from others, continuously shifts the 
integration of disability into individuals’ sense of identity, which hinders their 
adjustment to disability process (Olney & Kim, 2001). This argument shifts the 
attention to the role of others in the construction of an identity that includes the 
new-found health condition. Insights into this process can be provided by the 
symbolic interactionism and social constructionism described in a previous section 
of this chapter.
Charmaz (1995b) suggested that people with disability or illness might 
change their identity goals, either increasing or lowering them. People struggling 
with illness are likely to increase them, by deciding, for example, to return to work 
or school, increase their working hours or take on new hobbies. It is their way of 
regaining control of their lives. People struggling against illness might lower their 
identity goals, either by quitting their job or no longer making plans for the future. 
The social context is also important, since their significant others are likely to 
have an influence on whether the individual with disability will increase or lower 
their identity goals.
2.5.2. Cancer identity
Chronic illness, such as cancer, can impact on a person’s sense of self and 
identity and become part of their biography. In a negotiation with their social
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context, people with cancer will adopt the “sick role”, making cancer, its 
symptoms and its treatment socially dependent. One way of achieving normality is 
by adopting coping strategies. Hence, a “normal” identity is maintained 
(Nettleton, 2006). Cancer and its manifestations, as in any disruptive health 
condition, can cause alterations in an individual’s sense of self, so that it gets 
incorporated in their identity. As the health condition progresses, so does a 
negotiation of roles, values and behaviours, which are derived from the person’s 
place in the world and personal identity (Lyons, 2006). People with cancer could 
strive to maintain a sense of identity by finding new life values, redefining their 
experience, and fighting threats towards their identity, such as guilt, anxiety, 
uncertainty, fear of dying, loss of meaning, helplessness, loss of social roles and 
isolation (Henoch & Danielson, 2009).
According to Zebrack (2000), cancer can interrupt a person’s life trajectory 
and create new ones. A new life trajectory could include the information they 
receive regarding their diagnosis, the treatment regimens they need to follow and 
the everyday life options post-treatment, such as re-employment. In turn, this 
leads to adopting new social roles, behaviours and expectations linked to a new­
found sense of self or identity. An identity commonly recognised among people 
with cancer is “cancer survivor”.
The impact of identity labels within the social sphere on the individual’s 
adjustment after cancer has been the main focus of a number of studies within the 
social sciences. For example, Park, Zlateva and Blank (2009) found that the 
majority of their participants with cancer adopted the “survivor” identity, which 
has been suggested to be linked to a sense of escaping death and still living despite 
a serious health condition. The “survivor” identity was also found to be associated 
with better psychological adjustment and well-being. The identity of a “person 
with cancer” was also largely adopted within their sample, while “patient” and 
“victim” were found to be the less adopted identities among the participants.
As Harwood and Sparks (2003) suggested, the identification with the 
identity of “patient” could lead to feelings of lack of control, adoption of the sick 
role and stigmatisation within society, whereas the “survivor” identity could 
increase the individual’s self-esteem and lead to feelings of internal locus of
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control. Being identified and viewed as survivor serves as a way of achieving 
normality after cancer (Little, Paul, Jordens & Sayers, 2002).
Khan, Harrison, Rose, Ward and Evans (2011), on the other hand, 
suggested that the vast majority of people with cancer who participated in their 
study did not endorse the “survivor” identity, for a variety of reasons: it implies 
that it is no longer a life-threatening health condition; ignores the good medical 
care they received; diminishes the possibility of recurrence; and implies an 
advocacy role and participation in cancer support groups. Additionally, some 
participants thought that the “cancer survivor” identity suggested a new-found 
self, which did not agree with their current status. These individuals did not 
consider themselves as different people because of cancer and that their 
experience was not something that defined their identity. Along the same lines, 
Song, Nam, Gould, Sanders, McLaughlin, Fulk, Meeske and Ruccione (2012) 
found that people who had experienced cancer in their childhoods hesitated 
discussing their experience with their peers and therefore seemed to not adopt the 
“survivor” identity, mainly because they were focused on present and future 
endeavours.
Nevertheless, it has been suggested that identity is indeed reconstructed 
following cancer diagnosis and the centrality cancer has within the newly-shaped 
identity could affect the individual’s psychological adjustment. The more central 
cancer is within the identity, the poorer the psychological adjustment. This could 
be related to stigmatisation by the social environment or the individual’s exclusive 
focus on the cancer experience (Park, Bharadwaj & Blank, 2011). Gillies and 
Johnston (2004) suggested that the sense of self and identity can be maintained 
after cancer by referring to past achievements or using downward comparison to 
retain their sense of dignity and purpose and reassure themselves that they are in a 
better position than less fortunate others. Additionally, young adults with cancer in 
Kumar and Schapira’s (2013) study expressed that their personal expectations and 
goals were no longer the same due to cancer. Cancer was thought to be a core 
component of their newly-shaped identity. Their new quest was to regain control 
over their lives and achieve normalcy by fulfilling societal expectations, such as 
education and career pursuit.
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Employment, in particular, is associated with contribution to society and 
creating new knowledge. The ability to work demonstrates that a person is part of 
a societal whole and that they are competent in interacting with others within a 
variety of social contexts (Rasmussen & Elverdam, 2008). RTW is an aspect in a 
person’s life which provides a sense of normality and continuity, in spite of the 
physical and psychological difficulties derived from cancer diagnosis and 
treatment. Being unable to RTW could lead people with cancer to lose their self­
esteem, particularly if they depend on their workplace accomplishments (Peteet, 
2000).
Lyons (2006) postulates that some people with cancer make the choice of 
living their lives with a sense of purpose and contribution to their selves and 
society. Working is a mean by which a person’s identity is expressed and a vehicle 
people with cancer use to demonstrate their capabilities and their place in the 
community. Lyons (2006) concludes that employment could enhance an 
individual’s psychosocial adjustment following cancer.
Rasmussen and Elverdam’s (2008) study on the meaning of work after 
cancer showed that working was a natural part of everyday life, a disruption to 
which caused a sense of loss of work identity and social relationships in the 
workplace. The participants’ main goals were to RTW and to gain the structure 
and meaning in their everyday lives, which has been taken for granted prior to 
cancer. For the participants who managed to RTW, working was a sign to their 
selves and to others that they are capable and healthy individuals who live a 
normal life. Participants who failed to RTW, however, due to physical and 
emotional issues, pursued new activities that could provide them with new 
meaning, a sense of value and significance within the society and a new sense of 
identity.
These views were prominent in Wells et al.’s (2013) systematic review on 
the RTW after cancer. These researchers concluded that work for people with 
cancer was a way of maintaining their identity as employees who can contribute to 
the business or redefining their selves through work-related changes, such as 
different job position or reduced working hours. Employment was once more 
defined as an everyday activity that provides a sense of normality, health and 
societal contribution. Failure to RTW, on the other hand, could threaten
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individuals’ well-being, social relationships and self-esteem, and lead to social 
isolation and financial difficulties. The meaning of work was redefined following 
the physical and psychosocial side-effects of cancer. For some, cancer has caused 
an urge to pursuit higher or different career and/or education roles, while for 
others, cancer served as a wake-up call that led them into minimising the 
significance of work in their lives and turn their attention to other activities, such 
as travelling.
2.5.3. Brain Tumour and Identity
The subjective experience of brain tumour and its profound impact on the 
individual and their sense of identity and self have not been widely researched in 
the literature. A number of studies have been conducted on the experience of brain 
tumour and its impact on the individual’s sense of self; however, the majority of 
these studies reached to conclusions on the sense of self after brain tumour 
without it being their exclusive focus. For example, Janda, Steginga, Dunn, 
Langbecker, Walker and Eakin (2008) concluded that one of the highest unmet 
supportive care needs among people with brain tumour (the majority of which was 
malignant) was the help with dealing with feelings of not being the same person as 
before the tumour. This need, as the researchers suggested, was specifically linked 
to brain tumour. Additionally, Lucas (2010) found that the diagnosis of a high- 
grade glioma could trigger feelings of lowered self-esteem and, in turn, loss of 
self, particularly if the individual could not maintain their pre-diagnosis level of 
physical achievements. An element that contributed to the sense of loss of self was 
the invisibility of the health condition, that prompted the individual to act 
according to social expectations and appear as normal as possible, which, in turn, 
demanded increasing amounts of effort and energy.
It has also been suggested that PwBT attempt to regain a sense of 
normality and continuity of self following their diagnosis. Ways to achieve this 
are concealing the (socially stigmatised) condition from the social environment or 
returning to work (Fox & Lantz, 1998). Fitzgerald and Paterson (1995) also 
suggested that people with hidden disabilities, such as brain tumour or cancer, 
have the choice of maintaining their sense of self and normality by concealing
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their health condition. Thus, they will appear normal in the eyes of others and 
display a “socially appropriate self’ (p. 15), but will risk being labelled as 
malingerers once the health condition is disclosed. If they choose to disclose the 
health condition, then they assume an identity that carries a social stigma and 
raises concerns on the fulfilment of social and occupational roles. The 
concealment of brain tumour from peer groups in order to maintain a “normal” 
personhood and avoid being labelled as incompetent was also emphasised in 
Boy dell, Stasiulis, Greenberg, Greenberg and Spiegler’s (2008) study on survivors 
of childhood brain tumour.
Another strategy that can be employed by PwBT is the construction of a 
new reality that aims to understand their current situation. This is usually achieved 
by making downward comparisons with people in a more serious health condition 
to ease their own burden or by making upward comparisons with people more 
fortunate in order to increase their motivation and hope (Salander, Bergenheim & 
Henriksson, 1996). This notion is derived from Taylor’s (1983) theory of 
cognitive adaptation. This theory postulates that, following a threatening event 
such as a serious health condition, people enter a re-adjustment process that 
involves three intertwined themes: search for meaning, which aims at 
understanding the event and gaining as much information as possible; sense of 
mastery, which is linked to the search of meaning and involves gaining a feeling 
of control and management over the health condition; and a process of self­
enhancement, which involves downward comparisons with less fortunate to 
increase self-esteem and enhance sense of self, as well as upward comparisons 
with people in a better state for increasing motivation and gaining more 
information.
As mentioned earlier, the literature on brain tumour has been informed on 
the matter of identity from studies from closely-related fields, such as brain 
damage. For example, it has been suggested that people with brain damage strive 
to learn about their new post-damage self and create a new identity. This new 
identity will include the self with brain damage, the old self with any residual 
strengths it might have and the self of a person performing meaningful and 
productive activities, such as parenting, working and so on (Lorenz, 2010). The 
process of forming an identity after brain damage is characterised by dynamic and
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inter-dependent stages (Muenchberger, Kendall & Neal, 2008). However, denial 
and unawareness of deficits, especially after traumatic brain injury, will impede 
the process of construction of a new identity, with poor psychosocial outcomes 
(Yeates, Henwood, Gracey & Evans, 2007).
A study has found that brain damage can be used in different ways in order 
to create a new identity post-damage. On the one hand, some participants would 
form positive self-images in spite of the damage, implying there is a part of their 
identity not impacted on by the damage. On the other hand, some participants 
would form a positive self-image because of the damage, connecting thus their 
identity with their damage, providing value to their selves and discovering new 
goals (Nochi, 2000). This is partly reflected in Chamberlain’s (2005) study.
Some people would go through a process of grief over their old self lost after their 
brain damage. Others, however, would attempt to recover their old self by 
incorporating the reality of the brain damage and all that it brings along to a 
newly-formed sense of self.
A previous study by Nochi (1998) found that people with brain damage 
were likely to experience three types of loss of self. They could lose a clear self- 
knowledge because of memory problems and lack of understanding of present 
medical condition, they could lose their self by comparing the new with the old 
self-image and they could lose their self in the eyes of others, who might also 
compare the new and old image of the person with brain damage. Nochi 
concluded that the different forms of loss of self reflect its complexity and that 
significant others can also impact on this loss.
A loss of self was also expressed by participants in Hooson et al.’s (2013) 
study. People with brain damage realised their limited capacities and therefore felt 
as though a part of their self was lost. Landau and Hissett (2008) agreed that 
people with brain damage experience a sense of loss of self based on their 
physical and cognitive deficits. This finding comes in line with Murray and 
Harrison’s (2004) study on stroke survivors. It seemed as though stroke survivors 
compared their selves before and after stroke, which led to a distinction between 
the two. The pre-stroke self was able and healthy, whereas the post-stroke self 
lacked physical and cognitive abilities. The loss of skills and abilities was 
associated with a loss of self, implying a distance between the old and the present
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self. This finding reflects the connection of identity with the body: changes in the 
body could cause changes in a person’s sense of self
These findings, however, strike as particularly problematic. Is a part of self 
really lost at any point of time? It would be frightening, to say the least, to think 
that what was once part of an individual’s self and identity and which included 
traits, behaviours, ways of thinking, roles or attributes, based on memories and 
past experiences, formed by interacting with significant and less significant others, 
can simply just vanish, only to be replaced, as one would hope, by a different set 
of self-aspects formed by new experiences and new types of interactions.
Brown et al. (2006) found that their participants’ reports reflected 
continuity in self and self-representation, but were obstructed by memory 
problems caused by their brain damage. Similarly, Medved and Brockheimer 
(2008) suggested that there seemed to be a sense of self among their participants 
that remained undisturbed after their brain damage. Participants did not need to 
recover their lost self because they felt it was not lost in the first place. This 
continuity of self could reflect the strategy of struggling with illness, as described 
previously, as well as the creation of a self-aspect adapted to the disruptive event 
and its consequences, based on the new-found reality and reaction of significant 
others.
This notion was also reported by Lundqvist and Samuelsson (2012). They 
suggested that people with brain damage do not diminish their pre-damage self 
based on their disabilities, but rather adjust it in accordance with their capabilities 
and capacities. For the participants in Guise, McKinlay and Widdicombe’s (2010) 
study, stroke did not diminish their sense of identity and self, but they did find it 
challenging maintaining a positive sense of self, because of the negative 
attributions their carers would make in terms of their stroke. This finding relates to 
the critical role of others in the formation of a reality, as stressed by symbolic 
interactionism and social constructionism noted in previous sections.
However, Gelech and Desjardins (2011) argued that what the literature 
refers to as “loss of self’ is the loss of the public aspect of the self. More 
specifically, they suggest that the sense of loss of self and the sense of continuity 
of self are “intermingled” after a brain damage. The participants of their study 
discussed loss of self in the sense of changes they experienced after damage. One
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of the major changes they faced, which was perceived to be permanent, was with 
regards to relationships with others. These relationships were no longer the same 
because of the implications of their condition and the negative reactions of others 
to their damage. Therefore, by losing features of their public self, participants had 
to create a new social identity, which included the marginalisation they 
experienced. Regarding the continuity of their self, participants based it on their 
traits, interests, capacities and temperament.
In short, Gelech and Desjardins (2011) supported that the self has different 
aspects, which are affected differently after an illness or disability. In the case of 
their participants with brain damage, they have experienced change and loss of 
self only in the public aspect of the self, whereas the private retained its continuity 
and stability. The self after damage is new, in the sense that is different from the 
self before the damage, not that it replaced something that was lost.
2.5.4. Work Identity
It would be of great interest to explore how work identity, which 
“demands” bodily and cognitive integrity, changes after a condition that might 
have catastrophic consequences on health. For example, a study by Johansson and 
Tham (2006) found that their participants’ work identities were threatened by 
disability, in particular brain damage. They had to accept the unavoidable change 
in their work life and the limitations this change has imposed. Although their 
sense of pride was altered since damage, participants tried to form a new identity, 
which gave value to their selves for what they were, not for the work they did.
One could ponder, however, why it is so important to examine 
employment issues. Employment is one of the main components of social 
integration. It offers more than just income and financial security; some of the 
benefits of employment include social identity, support from the working 
environment, involvement in various activities, means of occupying time and 
feelings of personal achievement (Boardman, 2003). Additionally, Conneeley 
(2013) concluded that people redefined themselves after brain injury in terms of 
their work role, which seemed to provide them with a coherent and “normal” 
sense of self.
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Following the idea that identity and sense of self are constructed through 
different and complex sets of self-aspects, it would be of particular interest to 
explore the variety of identities a person can have. Work identity is one of them. 
Work identity is an individual’s self-concept based on work, which reflects a 
combination of organisational, occupational and other identities. It is evoked 
during work performance and has an influence on the roles and behaviours of 
individuals. Work identity is created by membership in organisations and 
occupations that enhance a person’s self-concept (Walsh & Gordon, 2008). It is 
related to work and career plans and could include professional expectations 
linked to work roles (Carden & Callahan, 2007). It has been suggested that work 
identity could be more powerful than gender, race or ethnicity identities (Hogg & 
Terry, 2000).
Research has found that work plays a vital role in the way individuals 
construct and make sense of their own and their social environment’s identities.
An explanation for this could be that people actively seek employment that will 
fulfil their needs and do not passively accept a job position. A study by Riach and 
Loretto (2009) on people over fifty years of age who were unemployed, tried to 
investigate the way that being out of work affected their sense of self. They found 
that people tried to escape the label of “old” and “disabled” because it not only 
affected their self-image, but also affected the way their former or, possibly, future 
employers would treat them. Also, these labels were inconsistent with their self- 
concept of someone who worked and offered something valuable to their family 
and society.
Organisational identity research proposes that employees form a 
relationship with their organisations, and that the degree to which they are 
identifying with their organisational membership is referred to as organisational 
identification. First, employees, through witnessing organisational practices and 
informal conversations with colleagues, determine their organisation’s identity. 
Then they follow a process of connecting their perceptions with the organisation’s 
identity. The closer and stronger the perceived connection is, the stronger the 
organisational identification will be. This process enables an employee to identify 
with an organisation’s identity and create their own work identity (Walsh & 
Gordon, 2008).
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As social identity theory suggests, an individual chooses participation in a 
group that enhances self-image. Therefore, a person will create their work identity 
if their membership in an organisation enhances their self-image and differentiates 
them from an out-group. Following this suggestion, Walsh and Gordon (2008) 
offered a number of interrelated research propositions regarding work identity. 
More specifically, members are more likely to use the organisation’s identity in 
order to form their own work identity, if perceived as enhancing their status and 
maximising distinction from out-groups. An organisation will seem a more 
attractive choice if its membership boosts the individual’s status. The organisation 
that offers the greatest amount of distinctiveness and status enhancement will be 
the stronger source for a member’s work identity. For example, an accountant at a 
successful company will be more likely to construct their identity through their 
organisation’s identity, when compared to a cleaner at a local restaurant. If, 
however, that cleaner was working at a high-status restaurant, then they would use 
the restaurant’s identity to form their individual work identity.
In order for the members to define their organisation’s identity and then 
create their work identity, they will refer to the organisation’s positive and 
defining values. Moreover, if an individual considers their job as part of life and a 
way of adult development with opportunities for career progression and if they 
have a career perspective with no boundaries, then they are more likely to use 
their organisation’s identity to create their individual work identity. However, if 
an individual considers their job as just a means for earning money, then they are 
less likely to be interested in forming a work identity. If they consider their work 
and individual identities to be congruent, then it is more likely that their job 
performance will meet the organisation’s expectations, whereas the less congruent 
their work and organisational identities are, the more inconsistent their job 
performance with the organisation’s expectations will be. Also, if an individual 
uses their organisation’s identity to form their work identity and the organisational 
membership allows them to perform the roles associated with their work identity, 
then they are less likely to leave their organisations (Walsh & Gordon, 2008).
Previous studies have also attempted to investigate the interplay of 
professional and personal identities in health care professionals at work. For 
example, Pratt, Rockmann and Kaufmann (2006) looked at the construction of
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professional identity in medical residents, including primary care physicians, 
surgeons and radiologists. They found that, over time, the professional identities 
of the residents, as well as their work, went through systematic changes, 
concluding that changes in identity are closely linked with changes at work. 
Another interesting finding was that the medical residents made a distinction 
between what they do (their work) and who they are (their identity). When their 
personal and professional identities did not match, then they would customise 
their performance and/or how they viewed themselves to reach a match.
Furthermore, a literature review on the professional identity of nurses has 
discussed the way the professional and the personal identity of a nurse were 
integrated. This integration included a subjective part, which were the feelings and 
experiences of the nurse, and an objective part, which were the images that other 
people held on nurses (Ôhlén & Segesten, 1998). A study conducted with 
physicians as participants has shown that changes in an organisation could lead to 
changes in a physician’s professional identity. Also, if the physicians were 
experiencing dissatisfaction and personal life changes, then they would search for 
more meaningful roles, thus change their professional identity (Chreim, Williams 
& Hinings, 2007).
2.5.5. Summary
This section addressed identity issues following a health condition. 
Specifically, it looked into the formation of identity types in specific contexts. The 
first was disability identity, which can be structured through discourse and bodily 
information. Negotiation of roles and expectations within a social context were 
identified as core actions taken following cancer. An example of this is the 
adoption or rejection of the identity of “cancer survivor” and its psychosocial 
impact on the individual. The self after brain tumour was also examined with 
examples of studies (mainly on brain damage) referring to loss or reconstruction 
of self. Finally, work identity was identified as one aspect of identity that can be 
largely affected by a health condition. The aim of this section was to uncover the 
link among different aspects of identity and how change in one identity can cause 
changes in others. It attempted to demonstrate that a serious health condition such 
as brain tumour could have profound effects on the individual, not only on a
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physical, but also on the psychological and social level. The place of the 
individual with a health condition within a societal whole was also identified. A 
more integrated discussion on identity will follow in Chapter 3.
2.6. Summary
The present chapter provided an overview of returning to work after brain 
tumour and its mediation by the individual’s sense of self and identity.
Specifically, the first section of the chapter is concerned with the problematic 
treatment of PwBT within the literature as either part of a cohort with brain 
damage, cancer or generic disability, which has caused reluctance in reporting 
results reflecting the views of PwBT. Within the literature, there appears to be a 
blurred distinction among these four health conditions. The standpoint of the 
present thesis is that brain tumour, although a type of cancer, should be 
investigated in its own right, due to its variability and impact on a person’s life 
story. Further, it provided some basic information on cancer and its impact on 
quality of life, an aspect of which is employment. This section served to 
conceptualise brain tumour as a type of cancer.
Following this, the chapter examined the literature on RTW after brain 
tumour. Specifically, an attempt was made to identify the role of the employer, the 
OHP and the PwBT in the process. It appears that RTW could help structure a 
person’s life after brain tumour and provide a sense of normality and societal 
reintegration. However, as demonstrated, research does not offer a coherent view 
of the experiences of these groups of people. Studies conducted on the 
perspectives of OHPs are rare, whereas studies focusing on employers’ 
experiences with employees with brain tumour are close to non-existent. The 
views of PwBT have been frequently explored with their inclusion in a wide range 
of health conditions, either as brain damage, cancer or generic disability, with 
limited number of studies recruiting exclusively PwBT as participants.
The final section examined the sense of self following a health condition 
and how it can shape the formation of identity. Specifically, four types of identity 
and how these are constructed were explored with examples from studies: 
disability identity, cancer identity, brain tumour identity and work identity. This 
demonstrated that a serious health condition, such as brain tumour, could lead the
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individual redefine themselves and negotiate societal roles and expectations 
according to their new-found condition.
The following chapter will discuss the qualitative paradigm and the 
theoretical framework adopted for the undertaking of the three studies of this 
thesis, as well as approaches and theories proposed for the self and identity. It will 
also present the research questions the three studies will attempt to answer.
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3.1. Introduction
The present chapter will introduce the qualitative paradigm as the one chosen 
for this thesis, in an attempt to move away from the understanding of RTW after brain 
tumour solely and exclusively from a neurological standpoint, and place it within a 
social, historical and cultural context. As illustrated in the literature review in Chapter 
2, research on brain tumour is lacking the specific focus on the perspectives of the 
person directly affected by it and their experiences when going back to work. 
Additionally, more attention is needed with regards to the sense of self and identity of 
the individual and how this mediates their experience of re-employment. The 
ontological and epistemological positions of the chosen paradigm will be elaborated 
on throughout the chapter, as a way of demonstrating the linkage between the 
literature and its limitations, as discussed in the previous chapter, and the attempts of 
the present thesis to add valuable insights directly derived from the individuals’ 
perspectives in the body of research. Specifically, the first study will take a 
phenomenological stance, while the remaining two studies will adopt a more critical 
realist approach.
The chapter will first present an in-depth description of the qualitative 
paradigm, while definitions will be introduced with regards to paradigms and their 
ontological, epistemological and methodological positions. The chapter will then turn 
the attention to matters of identity and self in relation to how the chosen paradigm has 
viewed them, and will illustrate the vital part a person’s inner world holds in the 
process of RTW after brain tumour, an issue frequently ignored by the literature thus 
far. It will examine the early approaches that have been offered for the definition of
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self and identity, before moving on to modem approaches. The role of the body and 
its biological aspect as viewed by three philosophical standpoints (symbolic 
interactionism, social constmctionism, critical realism and phenomenology) will also 
be considered. The chapter will close with the presentation of the research questions 
formulated for the undertaking of the studies of this thesis.
3.2. Paradigms, ontology, epistemology and methodology
For the conduct of research, a paradigm needs to be adopted. A paradigm is a 
researcher’s basic system of beliefs and views of the world. It is a conceptual 
framework that guides a researcher’s ontological, epistemological and methodological 
positions. Specifically, ontology deals with the form and nature of reality and what 
there is to be known. It answers the question of “what is there to know?”. It holds the 
basic philosophical assumptions about the world and reality (Willig, 2008).
According to Guba and Lincoln (1994), realism and relativism are among the 
ontological positions that a researcher could adopt. Realist ontology holds the 
assumption of an external reality that can be observed and objected to cause-effects 
relationships and generalisations. In the case of brain tumour, it is considered as a 
medical condition receiving a diagnosis based on examining and categorizing 
symptoms displayed by the “patient” and in accordance with medical textbooks. 
Relativist ontology, on the other hand, believes that there is no true reality that a 
researcher sets to discover, but rather multiple realities that are constructed in a 
variety of social contexts (Guba & Lincoln, 1994). For brain tumour, it is believed 
that it will be experienced differently among groups of people due to the variability of 
contexts in which they engage in and the discourses used to express their experiences.
Departing from the ontological position, epistemology is concerned with the 
relationship between the knower and what can be known. It provides answer to the 
question “what is the role of the researcher?” (Willig, 2008) or “/zow can we know?” 
(Coyle, 2007). In essence, research approaches will vary to the degree that their 
epistemologies vary. Epistemology needs to be consisted with the adopted ontological 
position. For example, if one holds realist ontological assumptions, then their 
epistemological assumptions would be dualist/objectivist. That is, the researcher is
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independent from the observed phenomenon and does not influence it in any way. 
Measurements of the phenomenon, therefore, are objective and true. Conversely, if 
relativist ontology is adopted, then transactional and subjectivist epistemology will 
be applied, which posits that the researcher is interacting with the observed 
phenomenon and thus creates knowledge throughout the process of investigation 
(Guba & Lincoln, 1994). In reference to the research on brain tumour, a researcher 
could either approach participants in a passive manner placing their attention on the 
biological expression of symptoms (dualist/objectivist epistemology) or as a 
conversational partner with the aim to create a mutual understanding of their 
experience, interpret their stories and acknowledge the impact social and 
psychological structures have on a person with brain tumour (transactional and 
subjectivist epistemology).
Methodology, on the other hand, deals with the ways that the knower tries to 
find out what they believe can be known. It answers the question of “in what way can 
it be known?”. Methodology also needs to be consistent with the ontological and 
epistemological assumptions of the researcher. Specifically, a researcher adopting the 
realist ontology and dualist/objectivist epistemology will turn to experimental and 
manipulative methodology, which holds that empirical tests, through which variables 
are controlled and manipulated, can verify or falsify a theory (Guba & Lincoln,
1994). When it comes to the literature on brain tumour and employment, the most 
frequent methodology employed is one which serves the purpose of predicting and 
controlling the risk factors of the re-employment process and what needs to be 
accounted for for a successful outcome.
In contrast, a researcher holding the relativist ontological and subjectivist 
epistemological position will adopt a hermeneutical and dialectical methodology, 
which posits that interaction between the researcher and the observed phenomenon 
through interpretation and dialogue can refine their social constructions and reach to a 
consensus on a particular event (Guba & Lincoln, 1994). This methodology began to 
flourish within the social sciences during recent years, and therefore the experiences 
of the individual with brain tumour are understood through flexible methods of 
collecting data, with the dialogue between the researcher and the participant as one of
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their underpinnings. Methodology is not to be confused with method. Methodology is 
the approach held towards research, whereas method is the particular technique 
utilised to accumulate knowledge (Willig, 2008). In other words, methodology does 
not refer to the methods that will be applied to the research process, but rather defines 
their selection (Gray, 2009).
The paradigm that dominated the physical and social sciences for centuries, 
and referred to as the “scientific method” within psychology (Coyle, 2007) is 
positivism. Positivism holds that there is an external reality the researcher is set to 
discover through empirical tests and direct observations (Gray, 2009). Phenomena are 
“out there” and can be correctly described by the researcher. This position implies 
that there is a straightforward relationship between the phenomenon and our 
perception of it (Willig, 2008). It is a deductive approach that uses quantitative 
methods, with the ultimate goal to verify or falsify a theory on a particular 
phenomenon and reach to the truth with regards to its functions and relations, 
allowing thus its control and prediction (Lincoln, Lynham & Guba, 2011).
The researcher is an independent and distant observer of events, with none of 
their personal values contaminating the data (Coyle, 2007). The research process 
deals solely with facts and excludes values that are not directly observed and 
monitored. The voice of the research participant is ignored; only the researcher has a 
voice. This maintains the objective character of the research (Lincoln, Lynham & 
Guba, 2011). Validity, reliability and objectivity are used as criteria for the quality of 
the research (Guba & Lincoln, 1994).
The main anti-positivism approach is the qualitative paradigm (Gray, 2009). 
For the qualitative paradigm, reality is not there to be discovered, but rather created as 
a result of perspective and interpretation. Reality can be expressed in a variety of 
symbols and languages and constructed through active participation in an interaction 
(Schwandt, 1994). Knowledge is subjective, a product of language and can be 
multiple: it varies in different cultures and in different time periods (Howitt, 2010). A 
phenomenon can be described by using different language systems, thus triggering 
different ways of interpretations, without assuming that one is correct while others are 
not. An example that Willig (2008) used was the description of a glass of water as
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half-full or half-empty. Although emphasizing different aspects of the situation 
(presence and absence), both descriptions are accurate.
The qualitative paradigm considers the researcher as interacting with the 
participant, thus creating a reality between them within the research context. It is 
believed that findings are “created” within the research process. The role of the 
researcher is of particular significance for the qualitative paradigm. The researcher 
does not passively observe and discover findings, but rather actively “creates” them 
by interacting with the participant and using their own interpretations, expectations 
and assumptions while analysing the data. The researcher comes to an understanding 
of the subjective meanings that the research participant is attributing to their social 
worlds by interpreting the language they use and the actions they conduct (Schwandt, 
1994). Since the researcher provides their own interpretations of an event shared by 
the participant, it cannot be said that the research process unveils the “pure” form of 
the participant’s experience (Coyle, 2007).
For the qualitative paradigm, a researcher is set to know the reality of an 
individual by using hermeneutical techniques and qualitative methods, which 
emphasise on the dialogue between the researcher and the participant and the 
interpretation of their actions within the research context. That way, an interaction is 
created between them, which elicits the participant’s reality (Guba & Lincoln, 1994; 
Lincoln, Lynham & Guba, 2011). The selection of methodology, as previously 
mentioned, is driven by the researcher’s ontological and epistemological positions. It 
is also influenced by whether the researcher believes the research process should be 
deductive or inductive. That is, whether the research departs from a hypothesis in an 
attempt to be verified or falsified with the purpose to establish a theory {deductive) or 
that research departs from detailed observations of a phenomenon and moves to more 
abstract ideas and suggestions about what was observed, in an attempt to establish 
patterns and meanings {inductive'. Gray, 2009).
3.2.1. Critical realism
Discussions about scientific enquiries usually revolve around the adoption of 
positivism or constructionism. Recent developments within the qualitative paradigm,
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however, lead to the acknowledgement of the potential of critical realism in acting as 
a bridge between the positivism’s views of an external and objective reality and 
constructionism’s idea of a socially constructed and context-dependent reality 
(Houston, 2001; Oliver, 2012). Critical realism, one of the theoretical perspectives 
adopted for this thesis, falls under the umbrella of the qualitative paradigm. It was put 
forward by Roy Bhaskar, as part of the escalating movement of critique towards the 
positivist paradigm. It is considered to lie between the ontological positions of realism 
and relativism (Sayer, 2000; Willig, 2008). Specifically, critical realism considers that 
knowledge is not objective, but it is rather a social process, within which language 
holds a crucial role. It values the power of discursive, as well as non-discursive, 
structures upon the social world (Potter & Lopez, 2001).
Reality can be objective and independent from individuals’ thoughts (hence, 
“realism”), but its description is negotiated by language, social context and meaning- 
making processes (hence, “critical”; Hiebert, 1999; Oliver, 2012). Critical realism 
acknowledges the value of hermeneutics in social sciences, by assuming that 
knowledge and social phenomena are meaningful and context-dependent, and 
therefore require interpretation which takes into account the material and non- 
discursive elements of the interaction, instead of description or measurements under 
controlled conditions (Sayer, 2000). It holds that social and psychological phenomena 
are real, but rely heavily on the researcher’s interpretations which are shaped by 
personal expectations and prior knowledge. Reality cannot be fully and perfectly 
grasped, and scientific knowledge cannot be pure, because of human mechanisms that 
might flaw the scientific process. What is found is “probably” true (Guba & Lincoln, 
1994).
The defining characteristic of knowledge, according to critical realism, is its 
fallibility, meaning that people can make mistakes in their assumptions and 
expectations of the world. This view implies a world independent of people’s 
thoughts, assumptions, theories and knowledge. When it comes to scientific 
knowledge and theories, it is the researcher’s assumptions that could shift, not the 
phenomenon in question. For example, throughout the debate on whether the earth 
was flat or round, it was people’s belief systems that changed, not the earth’s actual
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shape (Sayer, 2000). This notion contradicts that of extreme social constructionism, 
for if reality was constructed solely through linguistic mechanisms and social 
interactions, then people’s knowledge of the world would be infallible. Although 
critical realism and social constructionism share the view that knowledge and social 
phenomena are socially constructed, the former also recognises the influence pre­
existing material constructions could have on a researcher’s interpretation (Sayer, 
2000).
For most critical realists, such as Bhaskar, society pre-exists humans, who 
reproduce and transform it, and not “created” by them. It is social structures that 
shape, affect and act on individuals. Thus, social structures are thought to have causal 
powers. These pre-existing structures refer to a society’s cultural and historical past. 
They are there when an individual is bom and not produced by them, and are 
conditions necessary for people’s actions (Bhaskar, 2001). Such social structures that 
could shape a PwBT’s reality could be the diagnostic labels of the medical profession 
or the rules, guidelines and practices of workplace environments, which could allow 
or restrict a PwBT’s re-employment process.
3.2.2. Summary
This section described two of the paradigms that can be adopted in a research 
process: positivism and qualitative. The paradigm chosen for this thesis is the 
qualitative one, which encompasses ideas put forward by critical realism and 
phenomenology. Ontological and epistemological positions of the qualitative 
paradigm will be further discussed in the following sections, whereas the 
methodological position of the qualitative paradigm will be outlined in the next 
chapter. The following section will focus on how the qualitative paradigm has been 
used to study the self and identity, by discussing the early approaches followed in 
relation to self and identity.
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3.3. Early approaches to self and identity
3.3.1. Symbolic Interactionism: the works o f Mead andBlumer
One of the earliest approaches to the study of human social life and conduct 
particularly interested in the meaning of self was symbolic inter actionism. The work 
of George Herbert Mead laid the foundations of symbolic interactionism and remains 
the most influential figure of the approach until today. In particular, Mead (1934) 
proposed that the self is not something that is there at birth. It gets developed through 
social interaction, meaning that the self results from the individual’s relation to a 
social process and to other individuals within that process. In the words of Mead, “it 
is impossible to conceive of a self arising outside of a social experience” (1934, p. 
204).
According to Mead, individuals perceive themselves indirectly, through the 
eyes of the members of the social groups in which they belong. That is how the self 
becomes an object to the individual. Social experience is what determines the amount 
of self that gets revealed through communication. When individuals have different 
relationships with different people, then parts of self will be revealed in one instance 
but not the other (Mead, 1934). For example, in the American sitcom Friends, 
“Rachel” while getting ready to go out and meet a guy she likes and whom she met at 
work, says: “this is the one chance for him to see the ‘fun Rachel’, the ‘wouldn’t-it- 
be-great-if-she-were-my-wife Rachel”. This suggests that there are more aspects of 
Rachel’s self that were unsuitable to demonstrate in the work context but more 
suitable to be displayed in a relaxed context.
While Mead offered the underpinning of a theoretical framework in order to 
study the self, Herbert Blumer, a theorist who had also influenced the development of 
symbolic interactionism, expanded Meads theory. Blumer argued that there are three 
basic premises to symbolic interactionism: a) things have meanings for human beings, 
which will affect the way they will act, b) the meaning of these things is derived from 
social interaction, and c) human beings use their interpretation of the meaning of 
things in order to form an action. These premises reflect symbolic interactionism’s 
views on society and human conduct. Human beings form groups by interacting with 
each other and engaging in action. Actions cannot be carried out without taking into
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account the social situation which they are in. Structure is achieved by the on-going 
process of fitting together the activities of a society’s members. A central notion in 
symbolic interactionism is that social interaction among human beings is not a 
medium for expressing psychological states, attitudes or motives, but rather a process 
that forms human conduct (Blumer, 1969).
Further, Mead (1934) proposed that the social interaction and the 
understanding of one another in a conversation lie in the presentation of gestures and 
a response according to the meaning of these gestures. For Mead, language was an 
essential process for the development of self. The gestures are meaningful for all 
parties involved in the interaction. The other person’s response is what gives meaning 
to communication and makes it universal, since it shows that all the parties involved 
share the same symbols and gestures. When people share a common set of symbols, 
then language becomes possible (Gergen, 2009).
Mead proposed that the self can be an object. A person sees their self as 
young, bright, tall, successful, generous or friendly and acts accordingly, not only 
towards others, but towards their self as well, therefore treating the self as an object. 
The self emerges through social interaction, same as other objects. A person can take 
the role of the other and watch how they react to their gestures. This role-taking is 
what leads to the understanding of who and what that person is (Gergen, 2009). The 
person also interacts with their self as though it was a separate person, in order to 
form the object of self. People address and respond to the object of self as they would 
to another person. An interaction of this sort is visible when an individual makes 
indications to their self, for example reminds their self to do a task, getting angry at 
their self for saying something wrong or trying to encourage their self when in 
trouble. With these self-indications, the individual can be the object of their own 
actions. Human beings shape their “world of objects”, not only by interacting with the 
environment but with their self as well. Therefore, the self is considered to be a 
process, not a structure (Blumer, 1969). The self is a reflexive process, with no 
biological or physical location (Stryker, 1980).
As an extension of this notion, Mead (1934) made a distinction between the 
“I” and the “Me”. “I” and “Me” are the two phases of the self as a process, with “I”
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being the “subject” phase and “Me” being the “object” phase. The “I” is the initial 
part of an act which has impulsive and spontaneous nature, whereas the “Me” phase is 
when the self becomes aware of the actions of “I”, therefore becoming an object. For 
example, a girl might get punished by her mother for misbehaving. Her initial 
reaction might be to start protesting (the “I” phase), but then starts to think that 
perhaps this is not a wise move because that might lead to a harsher punishment (the 
“Me” phase). What made the girl change her mind was her taking the role of the 
mother and viewing herself as an object, by asking “what would my mother do if I 
objected to the punishment?” The mother as well is likely to go through this process, 
with her becoming the “I” when punishing her daughter and the “Me” when thinking 
that she might have been too harsh and apologising. Again, the “I” phase takes place, 
and then the “Me” phase, continuing this on-going alternation of phases (Hewitt, 
1976).
On the whole, the general idea of Mead (1934) was that, through thinking and 
reflecting, the self gets exposed in conversation, therefore the “essence” of the self is 
cognitive and its origin and foundations are social. Communication with others is a 
form of behaviour aiming at introducing the self.
Symbolic interactionism has been recognised as an approach that appreciates 
human interdependency, that is, the need for others in order to form a sense of self. It 
has also acknowledged people as “purposive agents” (Schwandt, 1994, p. 124). 
However, it has faced its fair amount of criticism (Gergen, 2009). First, the idea that 
an individual comes into the world as a private subject that needs others in order to 
become conscious of their self, holds a strong sense of individualism. It cannot be 
used to explain social structures and macro-sociological issues. Second, along the 
same lines, symbolic interactionism seems to have a social determinism flavour: what 
we know about our self is determined by others; if we are unaware of how others 
view us, then we do not have a conception of our self. Third, symbolic interactionism 
does not clarify how a person can understand the states of minds of others only by 
their gestures. It does not offer a satisfying explanation of how a person knows what 
the gestures of the other mean to them (Gergen, 2009). In spite of these issues, 
symbolic interactionism and its ideas have influenced the rise of social
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constructionism, which attempted to strengthen the notion of manifold realities that 
get constructed through social interaction with the use of language.
3.3.2. Social Constructionism: the work o f Berger and Luckmann
Social constructionism is a theoretical orientation (Burr, 1995) largely 
influenced by Mead and symbolic interactionism. While symbolic interactionism is 
interested in how two people reached consensus over an object, social 
constructionism is interested in the language used to reach consensus and not the 
consensus itself. The general ideas of social constructionism are: a) the world does 
not have a given nature (anti-essentialism); b) knowledge is not a direct perception of 
reality and people construct their own versions of reality between them (anti-realism); 
c) language is a pre-condition of thought; d) language is a form of action that people 
use to construct their world; e) social interaction among people provides explanations 
of social phenomena; and Q what is important is the way that knowledge was 
acquired through social interaction. Therefore, social constructionism proposes that 
knowledge is not something that one has but something that people do together, and 
that language is what provides explanations for human behaviour and experience 
(Burr, 1995).
An additional major influence for the rise of social constructionism was the 
contribution of Peter Berger and Thomas Luckmann with their book The Social 
Construction o f Reality. For Berger and Luckmann (1966), our knowledge of the 
world, or reality, is constructed among people and it is a dynamic and on-going 
process. The “truth” is not an objective observation of the world, but a product of 
social interaction. Depending on the variety of social constructions, people will 
perform different types of actions.
As social constructionism posits, an individual’s sense of self, feelings, 
expectations and thoughts are the result of language. Language is a social 
phenomenon, which occurs when a person is having a conversation, writing a letter or 
giving directions. Language pre-exists a person, so when a child is bom, it has no 
option but to follow the linguistic rules of the specific social context in which they 
were bom (Burr, 1995). This is derived from the notion that the reality of a person
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growing up in a specific culture with its own language will be different from the rest 
because of this different set of linguistic rules among cultures. To illustrate, the word 
philotimo (“love of honour”) is unique for Greek-speaking people, as it cannot be 
sufficiently translated in to any other language. It refers to an array of values, which 
include being honest and true to others and, therefore, to a person’s self, and it is 
considered by Greek people as a way of life. The reality of a child bom in a Greek 
society will be structured differently than the reality of a child in Africa, for example, 
because of the uniqueness of this word. This leads to the conclusion that language 
does not reflect a pre-existing reality, but instead gives meaning and structure to an 
individual’s experience of reality.
Another example of the fundamental role of language in social interactions 
comes from the American sitcom “The Big Bang Theory”. “Leonard” enters the house 
with take-away food and addresses “Sheldon” with the phrase “I hope you’re 
hungry”. “Sheldon’s” response was: “Interesting. A friendly sentiment in this country, 
a cruel taunt in Sudan. It’s a lesson in context”. His response indicates one of the 
basic notions of social constructionism: different concepts are constructed in different 
contexts among a variety of social actors and language shapes the experience of the 
actors’ reality.
Social constructionism merged Mead’s distinction of “I” and “Me” into the 
idea of “social self’. When two people interact and an action takes place, the actor 
will reflect upon it. For example, when a mother punishes her daughter, she will then 
contemplate on this move. In that way, the mother’s self will be objectified as the 
performer and so she will conceive herself as being only partially involved in the 
action. The social self is the segment of the self that has been objectified and 
subjectively experienced as distinct from the totality of the self. Therefore, the social 
self “allows an internal ‘conversation’ between the different segments of the self’ 
(Berger & Luckmann, 1966, p. 73).
For Berger and Luckmann (1966), identity is an inter-subjective process, 
instead of a subjective one, since it is constructed through discursive interaction 
among individuals. Through conversation and text, language constructs identity in a 
dynamic and continuous way. Foucault’s view that identity is not an essence, but
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rather a description, agrees with social constructionism’s anti-essentialism standpoint 
(Benwell & Stokoe, 2010). The self is a product of discourse (Giddens, 1991) and is 
constructed through social interaction (Bruner, 1997). The grammatical rules of 
language influence the way a person’s self-constructions are formed and directed. The 
process of experiencing the world and ascribing it with meaning is linguistic, and not 
based on a set of cognitive categories (Sarbin, 2000).
The way language is structured into discourses can reveal the meaning certain 
events have for the individual. Discourse is a coherent set of meanings, statements, 
images and representations that are used to deliver a picture of a particular event. 
There is a variety of discourses for each person, object or event. Words or text can 
belong to any discourse, painting a different picture of an event each time. It is not the 
actual words that carry the meaning, but rather the words in a particular discursive 
context and conceptual framework. This can be seen in the use of metaphors (Gergen, 
2009). Social constructionism posits that through the culturally available discourses, 
individuals construct their identity. It is common for some discourses to intertwine 
with others quite easily and form a combination of identities. There are times, 
however, that some discourses do not agree. For instance, a young person entering 
university will be labelled with more ease as a ‘student’ when compared to a middle- 
aged person, because the identity of ‘student’ can be easily linked to ‘young’ rather 
than ‘middle-aged’. An identity is continuously constructed and produced by a variety 
of discourses (Burr, 1995).
There are some extreme views within the social constructionism approach 
with regards to identity and sense of self. Harré (Burr, 1995), for example, postulates 
that the grammar, metaphors and logic of language are responsible for the conception 
of self. Language has an active role in describing human phenomena and organising 
human experience. Every individual acquires a sense of self through an organised set 
of linguistic rules within their society, but every individual is different due to the 
difference between cultural rules of grammar and language. Harré also considers that 
using the words “I” and “Me” to describe a person’s self encloses the danger of 
assuming that “I” is the authentic self and “Me” is the superficial social self that is 
monitored by “I”. This idea seems to oppose the notion of “I” as the subject and “Me”
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as the object, as proposed by Mead. For Harré, having multiple words to describe 
‘self should not lead to having to search for the ‘real’ self within the person. 
According to this extreme view, the self, the mind and the unconscious are not real 
and observable entities and do not exist themselves, but instead exist because there 
are words to describe them.
Harré (in Burr, 1995) also proposes that human beings are made up of two 
realms, the linguistic and the physiological. The physiological, however, does not 
carry the same significance as language. Harré suggests that even aspects more 
related to physiology than language, such as skills, are also constructed by language. 
To perform a task that requires or leads to acquiring skills means following an 
account of what constitutes that specific task proposed by others, for example 
following (verbal or written) instructions on how to play the piano. Bhaskar (2001) 
however, with his critical realism approach, contradicted Harré’s ideas of reducing all 
of the social world’s dimensions to discourse and his opposition to society’s causal 
powers. It appears as though the lack of external signposts and sets of standards 
causes dilemmas to people regarding meaning-making and judgements on bad and 
good or justice and injustice (Lomborg & Kirkenvold, 2003).
3.3.3. Phenomenology
A  philosophical approach that falls under the umbrella of the qualitative 
paradigm is phenomenology. Phenomenology is a philosophy developed by Husserl 
(Willig, 2008), and is concerned with the world as consciously experienced by 
individuals in certain contexts. The word “phenomenon” is of Greek origin and means 
“appearance”, “to make obvious”. Within the phenomenological approach, a 
phenomenon is not the actual object that exists in the world, but rather the subjective 
experience of that object through the individual’s consciousness (Howitt, 2013). The 
phenomenon, or the perceived object, is different than the actual object because of the 
different contexts in which it can be perceived (Giorgi, 1995). The ideas put forward 
by Husserl reject that there is an objective reality and propose that reality is perceived 
through the conscious experience. There is no real world that can be known 
objectively. What can be known are the phenomena. That is, the subjective world, as
70
Chapter 3
Theoretical Framework
perceived in an individual’s consciousness. The experience of the world provides the 
individual with knowledge, thus phenomenology is interested in the world as it is 
lived and experienced (Howitt, 2013).
The development of phenomenology was shaped by the ideas of a number of 
philosophers who opposed Descartes’ mind/body split (Howitt, 2013). Husserl 
developed the phenomenological approach and subsequently influenced the work of 
others. Husserl’s main interests were the perceptions, awareness and consciousness of 
individuals. Heidegger, Husserl’s student, was also interested in existence, but from a 
wordly perspective. Specifically, he considered human beings as Dasein, which 
means “being there”, or as it is usually referred to, “being-in-the-world”. Dasein is 
assumed to be “thrown into” a world of objects and language and it is always in 
relation to something (Eatough & Smith, 2008; Smith, Flowers & Larkin, 2009).
Similarly, Merleau-Ponty considered that experiences are subjective and 
cannot be the same for every individual because they are embodied, meaning that they 
are shaped by the different messages individuals receive from their bodies. Sartre has 
also influenced the development of phenomenology with his ideas on self. He argued 
that the self is spread out through social interaction {becoming), and not an entity that 
needs to be discovered {being). Sartre also suggested that the absence, as well as the 
presence, of others shapes a person’s experience and perception of the world. The 
ideas of these philosophers shaped the view of a person’s experience as “a lived 
process, an unfurling of perspectives and meanings, which are unique to the person’s 
embodied and situational relationship to the world” (Smith, Flowers & Larkin, 2009,
p. 21).
Intentionality was proposed by Husserl and is one of the central ideas of 
phenomenology. It refers to the relationship between consciousness and object 
(Smith, Flowers & Larkin, 2009). It follows that consciousness always has an object, 
it is “of something”, e.g. the consciousness of a book, the consciousness of a bus, the 
consciousness of an idea. An object does not exist until it is perceived. Objects are 
actively and intentionally constituted by consciousness (Gubrium & Holstein, 2000). 
Intentionality makes objects appear as phenomena in the individual’s consciousness. 
Therefore, people’s perceptions always have an intention, and this is what constitutes
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their experience. This is the reason why different people in same contexts will 
perceive a phenomenon in a different way (Willig, 2008; Howitt, 2013).
The significance of consciousness and cognition in the field of 
phenomenology is apparent. Cognition is considered an aspect of the Dasein and not 
an isolated function. Phenomenology holds a different concept of cognition than the 
notion of cognition of mainstream psychology. For phenomenologists, cognition is a 
vital process that ascribes meaning to everyday experience and is indirectly accessed 
through language, accounts and meaning-making. It is a dynamic and multi­
dimensional embodied activity, which is associated with an individual’s engagement 
with the world (Eatough & Smith, 2008; Smith, Flowers & Larkin, 2009). Conscious 
experience shapes the reality of the individual (Howitt, 2010).
For phenomenologists, experience is mediated by each individual’s beliefs, 
expectations, thoughts and judgements. The meaning that each individual will ascribe 
to their experiences is influenced by their social interactions and will be 
communicated by language. This notion of phenomenology agrees with the 
approaches of social constructionism and symbolic interactionism mentioned in 
previous sections of this chapter. Language is what influences, as well as constrains, 
the construction of reality in a conversation (Eatough & Smith, 2008) and it is 
considered to be the medium through which the sense of self arises in social contexts 
(Howitt, 2010).
Nevertheless, phenomenologists do not place as much emphasis on language 
and its role on solely constructing reality as social constructionists do (Smith & 
Eatough, 2006). For phenomenologists, as well as critical realists (Bhaskar, 2001), 
language communicates about conscious experience, but does not create it. The lived 
world of an individual, according to Husserl’s ideas, is a place where the self interacts 
with the world as perceived in the consciousness and which is communicated through 
language; however, it is a pre-reflective world that exists prior to language (Howitt, 
2013). A particular experience can be described in numerous ways in a variety of 
social contexts, which makes language unable to provide an exact account of that 
experience. Rather, language prescribes how people talk about the experience (Willig,
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2008). Consequently, phenomenology is more interested in what is said (experience) 
and less in how it is said (language).
Eatough and Smith (2008) postulate that phenomenology (and the 
methodologies developed through it, as will be discussed in the following chapter) 
agrees more with symbolic interactionism than with social constructionism on the role 
of language in the construction of reality and sense of self:
“it sits at what might be called the light end of social constructionist 
continuum maintaining that seeing the individual’s lifeworld merely as a 
linguistic and discursive construction does not speak to the empirical realities 
of people’s lived experiences and their sense of self’ (p. 184).
An example that Eatough and Smith (2008) used to reinforce this idea was the 
sharing of stories. People provide verbal or written accounts about their lives with 
others who share the same linguistic rules and symbols within social contexts. 
People’s accounts, however, are not simply a set of linguistic rules communicated in a 
social situation. People share stories with their conversational partner for a purpose: 
either to inform, persuade, rationalize, or look good in their eyes. Thus, there is 
always more than simply the communication of a story, and this involves an 
individual’s psychological processes.
The theoretical framework of this thesis considers the approaches of critical 
realism and phenomenology as compatible with each other in relation to an 
individual’s experience of an event, in the particular case, RTW following brain 
tumour. The critical realism approach will focus on the influential social structures of 
the specific context in which the experience of RTW after brain tumour takes place, 
while phenomenology will focus on the subjectivity of the event as experienced by 
the individual through the subjective messages received from their body and 
cognitions.
3.3.4 Summary
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This section provided a brief review of three philosophical approaches and 
their theoretical underpinnings on identity and self. More specifically, symbolic 
interactionism of Mead and Blumer views the self as socially constructed while actors 
are interacting with the use of common gestures. Social constructionism, as 
elaborated by Berger and Luckmann, treats the self as a social structure that arises as 
a result of language. Finally, phenomenology agrees with the idea of self as a social 
construct that is influenced by the use of language, and adds cognitions as valuable 
information units. These approaches have given rise to the development of more 
recent theories to identity, including identity theory, social identity theory and the 
Self-Aspect Model of Identity (Simon, 2004). These theories will be used throughout 
the three studies of this thesis, as a valuable tool in discussing the results, in the hope 
of gaining more insight into participants’ processes of identity and sense of self.
3.4. Contemporary approaches to identity
3.4.1. Identity theory and Social Identity theory
Identity theory grew out of symbolic interactionism (Stryker, 1980), which 
aimed to understand and explain the way social structures influence the self and the 
impact that self has on social behaviours. The former focuses on the social structural 
sources of identity {structural approach), while the latter focuses on internal, 
cognitive identity processes {cognitive approach).
As mentioned earlier, one of the criticisms for symbolic interactionism was 
that it does not provide any explanations for social structure. The structural approach, 
represented in Stryker’s work (for example, Stryker, 1980), tried to solve this 
problem. It proposes that the more groups a person interacts with that require 
adopting certain roles and occupying positions, the more identities (or group-based 
selves) the person will possess. Different identities hold different role expectations 
(Stryker & Burke, 2000).
For Stryker (1980), a role is the expectation tied to a position, which serves to 
cue and monitor behaviour of people belonging in a certain category. In that way, 
certain behaviours are expected by the individuals of a certain group. It is expected 
that a university student will go to lectures, study for exams, and write essays in order
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to get a degree. One cannot talk about roles without referring to counter-roles. For 
instance, there is no mother without a child, no employer without an employee, no 
doctor without a patient. The different role identities are organised in a salience 
hierarchy. This means that the more salient an identity is, the greater possibilities 
there are to be activated in a variety of situations and, in turn, activate certain 
behaviours that respond to the expectations attached to that identity.
Furthermore, the degree of commitment that a person has on their role 
identities influences the degree of identity salience. Commitment refers to the number 
of ties a person has, which are connected to a particular identity, as well as the quality 
of these ties. The identity highest in the salience hierarchy will have the highest 
degree of commitment (Stets, 2006; Stryker & Burke, 2000). Through the concepts of 
salience and commitment, it is suggested that identities are stable and salient across 
time and situations (Stryker & Burke, 2000). Emotions also have an effect on 
commitment and the salience of an identity. Positive feelings for a social group will 
increase its members’ commitment and, in turn, the salience of the identity associated 
with it, whereas negative feelings will decrease commitment and, in turn, salience 
(Stets, 2006).
The cognitive approach was represented in Burke’s work (for example, Burke, 
1980). The cognitive approach deals with the internal mechanisms of an identity. 
Burke proposes that by identifying the meaning of a person’s identity, we can predict 
the meaning of their corresponding behaviour. Therefore, the link between identity 
and behaviour lies in the meaning they share (Stryker & Burke, 2000; Stets, 2006). 
Burke (1980) also states that identities are related to other counter-identities, same as 
Stryker’s (1980) view that roles need counter-roles. For example, for a woman to be a 
mother, she needs to have a child, and for a doctor to practise medicine they need to 
come in contact with patients.
3.4.1.1 Personal and Social Self
Separate theories have emerged, with each focusing on different aspects of the 
self. Identity theorists make a distinction between the micro and macro processes of 
the self. In the micro level, the personal je//-involves aspects of the self that help
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differentiate it from all others, while in the macro level, the social se/f involves 
aspects of the self that reflect integration to others or social groups (Brewer & 
Gardner, 1996). Although both of these theories are focused on different aspects of 
the self, they share important similarities. For instance, according to both theories, a 
structured society is a vital component of identity formation. Linking the two theories 
together would help establish a more integrated view of self (Stets & Burke, 2000).
S.4.1.2 Identity theory
Regarding the formation of identity, identity theory refers to the process of 
identification, during which the self can take itself as an object and categorise it in 
relation to other social categories or classifications. For a personal identity to be 
formed, the self needs to recognise itself and others as holding certain positions 
within a structured society. Then the self is categorised as an occupant of a role and 
assimilates the meaning and expectations linked to that role, which in turn leads to 
guiding behaviour. This follows the ideas of Berger and Luckmann on the child 
identifying themselves with the worlds of their significant others and thus being 
assigned a location in the world.
According to McCall and Simmons (1978; in Stets, 2006), the same role will 
hold different meanings and expectations for each individual. Every identity is 
expressed in relation to a complementary identity, a feature that makes the self 
situational (Stets, 2006). For example, the identity of a doctor will be played out in 
relation to the identity of a patient. When it comes to performing a role, some form of 
interaction and negotiation is involved.
During an interaction, an actor must be aware of their own and others’ 
identities. In that way, both actors will be coordinated and, in case of a conflict, will 
both negotiate and compromise so that the smooth course of the interaction is not 
jeopardised (Stets, 2006). However, as Stets (1995) observed, if a conflict occurs 
between the meanings and expectations of a role identity and the meanings of the 
personal identity, then there is a possibility that the individual will disregard their role 
identities so that their personal identity is protected. An example of a conflict of this
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sort could be the dilemma faced by a deeply religious doctor coming across a patient 
who wishes to have an abortion.
In identity theory, the concept of salience refers to the probability of an 
identity to be activated in a situation (Stryker, 1980). The idea of commitment was 
introduced in order to understand the salience of an identity. There are two aspects in 
commitment. The first refers to the number of people a person is tied to by holding an 
identity: the more people an individual is tied to, the more likely that individual will 
activate the particular identity in a situation. Therefore, the stronger the commitment 
to that identity, the more salient is going to be. The second aspect refers to the 
strength of ties with others holding the same identity: the stronger the ties, the more 
salient the identity (Stets & Burke, 2000).
The central cognitive process in identity theory is self-verification. This 
process refers to the person behaving in a certain way when an identity is activated, 
so that a consistency with the identity standard (that is, the cognitive representations 
of the person regarding the meanings and norms of a role) is maintained. Self­
verification shows the importance of an individual’s identification with a role and the 
behaviours associated with it (Stets & Burke, 2000).
Motivation in identity theory is linked to salience and commitment. The more 
salient the identity and the more committed an individual is to the identity, the 
stronger the motivation would be to enact that identity (Stets & Burke, 2000). Self­
esteem and self-efficacy were considered as motivators by identity theorists. The 
individual will have higher levels of self-esteem if a role is evaluated in a positive 
way, and will gain a sense of control over the environment if a role is performed well.
3.4.1.3. Social Identity Theory
A  social identity is a person’s knowledge that they belong to a social group. In 
social identity theory, the process of forming a social identity is called self­
categorisation, and is equivalent to the identification process supported by the 
identity theorists (Stets & Burke, 2000). Self-categorisation is when a person 
perceives others to be similar to their self, and these are called in-group members, 
while others dissimilar to their self are called out-group members. The result of self­
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categorisation is self-stereotyping, which is the highlighting of the similarities 
between self and in-group members, and dissimilarities between self and out-group 
members (Hogg & Abrams, 1988). Another important process for the formation of 
social self is social comparison. Through social comparison, the person compares 
their self with the in-group and the out-group members and tends to highlight their 
differences in as many dimensions are possible. The process of social comparison 
serves as a way of well-being and positive self-esteem (Hogg & Abrams, 1988).
According to Hogg and Abrams (1988), individuals are bom in a structured 
society, which holds the social categories to which they belong. The social categories, 
in which people find themselves similar or dissimilar to, exist only in relation to 
contrasting categories, for instance black vs. white. The basis of social identity is 
uniformity of perceptions among the members of the in-group, without necessarily 
their actual presence. The stronger the uniformity, the greater commitment the group 
members will display. For social identity theorists, such as Oakes (1987; in Stets & 
Burke, 2000), salience is the psychological significance of being a member in a group 
and is the result of the interaction between the person and the characteristics of a 
particular situation. This theory also proposes that identities are organised in a 
hierarchy of inclusiveness, which includes three levels: the super-ordinate (“human”), 
intermediate (“English”) and sub-ordinate (“southerner”).
The central cognitive process in social identity theory is depersonalisation, 
which refers to seeing the self not as a unique individual, but as part of an in-group. It 
is the process where the /  becomes we (Brewer, 1991). Depersonalisation is 
responsible for the phenomena of social stereotypes, altruism, ethnocentrism and 
collective action. Members of a group often seem to exhibit behaviours relevant to 
their social identity, in order to confirm and enhance their identification with the 
group. When people act according to their in-group expectations, they do so in the 
hope of enhancing their self-evaluation as group members and, to an extent, to 
maintain and enhance their self-esteem (Stets & Burke, 2000).
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3.4.2. The Self-Aspect Model o f Identity
Influenced by the variety of approaches proposed to explain the nature of self 
and identity, psychologists have tried to form models that would efficiently explain 
how the self is organised and structured. An example of a model of this sort is the one 
described by McConnell (2011). McConnell attempted to depict the self through the 
five principles of the Multiple Self-aspects Framework (MSF). The first principle is 
that the self is a collection of multiple context-depended self-aspects. These self- 
aspects include information about roles and past experiences and are used to guide 
behaviours. Some self-aspects may be more accessible than others, due to their more 
recent or frequent use; therefore, these self-aspects will guide behaviour more 
effectively.
The second principle is that self-aspects are associated with personal 
attributes. Self-aspects include information on traits (“shy”), behaviours (“generous”), 
physical characteristics (“tall”) and social categories (“female”). These personal 
attributes become more accessible when the self-aspect is activated and, in turn, 
trigger a different type of behaviour (McConnell, 2011).
The third principle is that self-aspects influence the shaping of general 
affective states, such as mood and self-esteem. These affective states can also guide 
behaviour. The activation of self-aspects that have an impact on affective states is tied 
to the feedback and appraisals received from others. The fourth principle of MSF is 
that feedback and appraisals affect not only related self-aspects, but also other self- 
aspects with shared attributes, while the fifth and final principle is that the more self­
aspects associated with attributes, the more influential the feedback concerning these 
(McConnell, 2011). The MSF is one of the models offered to explain how the self is 
structured and organised. However, despite the proposed, and somewhat minimum, 
role of feedback and appraisals by others on the triggering of self-aspects, it does not 
seem to incorporate the significance of social structure in the picture.
The Self-Aspects Model of Identity (SAMI) by Simon (2004) is a model that 
sufficiently integrated the micro-level psychological factors of the individual and the 
macro-level social structural processes, along with the meso-level of social 
interaction, in which the micro-level and the macro-level meet. As Simon (2004)
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proposes, identity is relational because it defines a person’s part in the social 
interaction relative to the interaction partner, and situational-specific because a 
person’s part in a social interaction depends on the situation. Identity is considered to 
be socially constructed by individuals interacting with one another.
With the SAMI, Simon (2004) posits that through self-interpretation, which 
comes from providing coherence and ascribing meaning to experiences, people reach 
an understanding of themselves and their identity, which in turn affects their 
perceptions and behaviour. The basic assumption of the model is that self­
interpretation involves a variety of self-aspects. Self-aspects are cognitive categories 
or concepts that organise information about the self. These categories can include 
physical characteristics, traits, roles, behaviours, attitudes or group memberships. 
Self-aspects are shaped by people’s experiences in social roles, relationships and 
situations, and can assist in explaining their experiences, for instance “I don’t like 
going to parties because I ’m an introvert”. Experience can also change some self- 
aspects, for example “I will start going to parties, because I’m not introverted 
anymore”.
Simon (2004) described a number of characteristics of self-aspects. First, self- 
aspects are products of cognitive representations of the individual and social 
interaction with others. For example, a study has concluded that the conceptualisation 
and analysis of a face is a cognitive, as well as social process, meaning that the 
cognitive perception of a face influences how it is presented in social interaction 
(Spencer-Oatey, 2007). Second, self-aspects are relational features, dependent on 
social contexts. For example, the self-aspect of “tall” makes sense when it is referred 
in relation to “short”. Third, self-aspects refer to the relationships that a person has 
with others, and society as a whole. Fourth, due to the complex relationships found in 
modem society, an individual can access a multitude of self-aspects. Fifth, self­
aspects are interrelated to varying degrees and, therefore, can reflect stereotypes. For 
example, the self-aspect “student” will be more related to the self-aspect “young” 
rather than “old”. Finally, some self-aspects are more related to certain social contexts 
than others. For example, the self-aspect “bright student” will have more meaning in a
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lecture than at the gym. Self-aspects are socially structured, relational and context- 
dependent, which makes identities dynamic.
Simon (2004) uses the terms collective and individual identity to refer to 
social and personal identity, respectively. Collective identity is derived by an 
individual’s membership in a group and comes from the self-interpretation process 
within a socially shared self-aspect, for example Christian. A variety of socially 
shared self-aspects can lead to a variety of collective identities.
When self-interpretation is based on more inclusive set of different self­
aspects (for example, “I’m female, a Christian, Cypriot, a student of psychology, have 
brown hair” and so on), individual identity is formed. It is more likely for a person to 
have a distinct individual identity when based on more inclusive set of self-aspects. In 
that way, the uniqueness of each individual is highlighted. When a person has more 
self-aspects available for self-interpretation, they have more choices and possibilities 
of avoiding obligations connected to a specific self-aspect. For example, a student 
might avoid going out with friends, using the excuse that s/he needs to study. An 
individual’s independence is emphasised by a complex set of self-aspects and tension 
among different self-aspects. Additionally, a person can have a number of different 
individual identities, due to new self-aspects being constructed in new social 
situations, thus providing different sub-sets of self-aspects that can be used for self­
interpretation (Simon, 2004).
As Simon (2004) suggests, collective and individual identities are not based 
on different self-aspects. Depending on social conditions, self-aspects can be used to 
form either a collective or an individual identity. For example, the self-aspect of 
“Cypriot” can be used to form a collective identity at one point, when referring to 
membership in a particular category (“We, Cypriots, take pride in our culture”), and 
form an individual identity at another point, when referring to a feature of an 
individual’s self (“I am female, Cypriot, student”). This premise is a reminder of the 
notion that “self-aspects are social products in that they acquire their meaning and 
significance during social interaction” (Simon, 2004, p. 54). In other words, the social 
context will define whether a self-aspect will form the basis for a collective or an 
individual identity. The idea that self-aspects that can be used to form an individual
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identity can also be used to form a collective identity under the appropriate social 
conditions, suggests that these two types of identities are related. Indeed, Simon 
(2004) posits that individual identities might hold some possible collective identities 
that have been or will be experienced.
As Simon (2004) discusses, identity has a particular set of functions that serve 
the purpose of identity maintenance. More specifically, identity confirms an 
individual’s place in the world, by placing them in a network of other social beings, 
allowing them to participate and stimulate a sense of belongingness. Identity also 
defines where a person does not belong, resulting from the distinctiveness that 
collective and individual identities offer. Moreover, the security of having a place in 
the world provided by having an identity, leads to increased self-esteem and self- 
respect. This is also affected by the respect and recognition shown by other people 
belonging to the same groups. Identity can also give meaning to the individual’s 
social existence, by providing a framework in which the individual fits. By having a 
place in the world, the individual can further understand it and their selves. Finally, 
identity gives agency to people by recognising them as the origin of their thoughts 
and actions (Simon, 2004).
This final notion, however, does not agree with the anti-essentialist feature of 
social constructionism, which opposes the idea of any fixed characteristics a human 
being can possess. By giving the individual the element of agency, it suggests that 
there is an underlying and pre-determined essence that remains stable and in charge of 
thoughts and behaviour. Harré (in Burr, 1995) suggests that the concept of agency is 
constructed through language, therefore there is no reason assigning it to the person. 
He goes on to add that people should be asking how they can use language to 
construct agency, rather than if they have agency. However, the question of how 
someone can direct their life and society is still left unanswered.
Simon (2004) also went on to elaborate on the processes of identity, which, in 
one way or the other, serve some of the functions of identity mentioned above, at the 
levels of collective and individual identity. One process described is that of prejudice, 
defined as the increased liking of the in-group and the increased dislike of the out­
group. This process, in turn, leads to greater respect among in-group members and
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greater disrespect for out-group members. A similar process is that of discrimination, 
defined as the unfair treatment of out-group members, which gets facilitated by 
collective identities. Prejudice and discrimination are somewhat related. When a 
person discriminates against an out-group, they also show that its members are 
inferior, thus not deserving respect (same as prejudice). Through prejudice, the 
respect for the in-group members increases. The power to discriminate suggests that 
an individual has the power to somewhat control the members of the out-group, 
giving once more to the individuals the function of agency.
Through the process of stereotyping, a person ascribes to their self attributes 
they consider typical of their group and the rest of the group members, while 
ascribing to the members of the out-group attributes they consider typical of that 
group. In that way, the aforementioned functions of belongingness and distinctiveness 
of identity are served. Conformity to a collective identity is another process described, 
which refers to the individual following the rules, norms and expectations of the 
group to which they belong. In the same way as the rest of the processes described 
above, conformity serves the functions of belongingness, distinctiveness and agency 
(Simon, 2004).
3.4.3. Summary
This section discussed the contemporary approaches of identity theory, social 
identity theory and Self-Aspect Model of Identity and their understanding of identity 
and self. Specifically, it examined the formation of personal identity and the 
assumption of associated roles; the formation of social identity through the 
categorisation in social groups; and the development of self-aspects as categories that 
include specific groups of information regarding self and social roles. The following 
section will focus on the role of the body as witnessed in early and modem 
approaches to self and identity.
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3.5. Body and self
3.5.1. The body through early and contemporary approaches to self and identity
Following the ideas on identity formation, as explored in the previous 
sections, it would be interesting to examine how the body and its manifestations, such 
as illness, mediate the sense of a person’s self. To illustrate, the Cartesian philosophy 
on the dualism of the body dominated the field of philosophy for decades. Descartes’ 
assumption was that the mind was distinctive from the body, the physical world. The 
body was considered as a machine with material properties. Soul, on the other hand, 
did not own material properties and was solely a human characteristic. The body and 
the soul were believed to interact in the pineal gland of the brain. Put simply, 
Descartes believed that “out there” was a material reality, and bodily senses would 
inform the mind of that reality (Howitt, 2013).
3.5.1.1. The body through symbolic interactionism
As described in the previous section of this chapter, symbolic interactionists, 
social constructionists and phenomenologists reject the idea of objective realities 
subject to discovery and, consequently, oppose the Cartesian dualism. In particular, 
symbolic interactionists perceive people as agents that manage their bodies through 
shared cultural meanings. Coffman was a symbolic interactionist with an interest in 
the centrality of the body in people’s lives. Coffman considered that people could 
control and monitor their body and that their body is a mediator between a person’s 
self and social identity. The meanings a person’s body owns are not constructed by 
society, but are, instead, attributed by shared linguistic rules the individual cannot 
control. This refers to the body idiom, a form of non-verbal communication that 
defines public behaviour and includes standards and judgements based on clothing, 
movements, gestures and facial expressions. The body idiom can impact on the way 
an individual chooses to present their body in public. Accordingly, the internalisation 
of the body’s social attributions influences an individual’s self and social identity 
(Shilling, 2012).
Additionally, based on body idioms, the individual will shape and manage 
their bodily movements and postures in order to demonstrate appropriate behaviour
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linked to their social roles. Goffman provided the example of embarrassment to 
display how the body mediates the self and social identity. When people fail to enact 
social roles or when the interaction with others is disrupted, the body reacts with 
physical cues, such as stuttering, blushing or tremoring. Embarrassment reveals the 
distance between a person’s virtual or desired identity, which refers to how they wish 
others to view them, and actual social identity, which refers to how others actually 
view them. Social identity impacts on the way people will attempt to present their 
selves as normal in the eyes of others, which in turn shapes their virtual identity 
(Shilling, 2012).
Nonetheless, Goldman’s ideas have faced two major criticisms. First, the 
notion of body idiom was considered to be vague and abstract. Goffman demonstrated 
the importance of body idioms in shaping the self and social identity, but offered no 
explanation as to how body idioms were created in the first place. Second, Goffman 
viewed humans as acting agents on the body, but it is unclear what the body actually 
is and its role on human agency. What is known about the body in Goffman’s work is 
revealed indirectly, through the function of body idioms (Shilling, 2012).
3.5.1.2. The body through social constructionism and critical realism
For social constructionism, the body and its meanings are constructed and 
determined by society through discourse. Specifically, Foucault’s approach on the 
body was that it is entirely constructed and defined by language, irrespective of time 
and place, disregarding, thus, its biological nature. The body is not recognised as a 
distinctive entity revealed through language, but, instead, as something created by 
language. However, in the same way as Goffman, Foucault offers no insight as to the 
body’s role in society (Shilling, 2012).
Social constructionists view illness, symptoms and medical knowledge as 
constructed within specific social contexts. Illness is not an external independent 
reality there to be discovered. Rather, it is defined by a medical professional through 
the identification of a number of symptoms at a specific time and place, following 
specific tests and theories. This process also places the medical professional in a place 
of power: without their knowledge and expertise, symptoms cannot be defined and
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illness cannot be constructed, leading to the idea that the construction of illness can be 
an unequal process because of the dynamic nature of power (Nettleton, 2006).
Social constructionists are interested in illness of the body as manifested 
through discourse. The body is a construction within social contexts, and such a social 
context is the medical setting where a diagnosis is placed. The feelings a person has 
on their health condition are unknown unless they are verbally expressed. A medical 
diagnosis, as shared by the health professional, validates and constructs the body’s 
health condition (Radley, 1997).
If, however, human experience is constructed through language (Burr, 1995), 
what happens when the body is attacked, for example, by a disability or illness and 
remains undiagnosed? Is the disability, or the sense that there is something wrong 
with the body, not real, since language is all there is to describe it? If a person cannot 
verbally describe the difference they feel in their body or do not realise that a disease 
is attacking them due to its invisibility, such as cancer, then does the problem simply 
not exist? It seems that social constructionism is lacking in providing an explanation 
to tackle this issue.
Critical realism, on the other hand, considers medical diagnostic labels to be 
descriptive of an illness, not constitutive of it. The body is real, regardless of the 
labels used to describe it. It is where identity is located and an entity that exists 
beyond discursive structures. For people to be influenced by social structures, they 
need to have a physical bodily composition. Disability, for critical realists, is a 
property that emerges from the interplay of disability characteristics (physiological 
impairment), societal conditions that allow or impede the full expression of the 
individual’s capabilities (conditions of enablement/constraints), as well as context- 
specific socio-cultural structures (Williams, 1999; Thomas, 2004).
3.5.1.3. The body through phenomenology
Phenomenology, on the other hand, has emphasised the role of the body in a 
person’s experience and knowledge of the world. This approach agrees with the idea 
of socially structured lifeworlds, as proposed by symbolic interactionists and social 
constructionists, but also highlights the lived experience as perceived by the body.
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Phenomenologists considered the body as a medium that provides information about 
the world to the consciousness. Two people might be getting the same information, 
but it will be perceived and understood in a different way because of the 
individualism of the body (Eatough & Smith, 2008).
Embodiment is a vital concern for phenomenologists, since they believe that 
the experiences of the body will impact on the experience of the world. The 
biological, as well as the cultural, aspects of the body are recognised and believed to 
be the main reason an individual is not experiencing the same event as the next person 
or at a different place and time. The knowledge of the world comes through the 
experiences of the body, thus the term “embodied cognition” (Smith, Flowers & 
Larkin, 2009)
Merleau-Ponty was a phenomenologist who turned his attention to the role of 
the body and the embodied experience, as mentioned in an earlier section of this 
chapter. According to Merleau-Ponty’s ideas, the body is a way by which a person 
communicates with the world, therefore it is not considered as merely an object. An 
individual’s embodied experience is subjective because of the different cues they 
receive from their body. An example Merleau-Ponty provided to illustrate this came 
from the act of empathy. Specifically, as much as person A tries to sympathise with 
and show empathy for person B, who is experiencing a detrimental event, they could 
never really grasp the full extent of person B’s experience because of the subjectivity 
of each of their bodies that influences each of their experiences. Person A’s body does 
not experience the event that person B’s body is experiencing, therefore the 
information their bodies receive offer a different perspective on the matter (Smith, 
Flowers & Larkin, 2009).
Merleau-Ponty also referred to the role of illness on the body. He considered 
illness to be an alteration in a person’s experience with the world, rather than an 
absence of or improper bodily function. This change in experience, particularly for 
people with chronic illness, can cause variations in the sense of self and 
consciousness. This is particularly evident when the change is accompanied by a total 
disruption or modification of people’s attitudes, habits and potential projects (Morris, 
2008). Phenomenologists value the embodied experience of illness that includes the
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appearance of symptoms, the disruptions in an individual’s life and the strategies 
people use to cope with their health condition. An individual’s health condition is 
understood through their embodied experience of illness (Radley, 1997).
Following the importance of the body in health and illness, it has been 
postulated that the body does not only communicate an illness, but also attempts to 
appear “normal” or “well”. An illness or disability can cause changes in a person’s 
social status. Often, it is the disruption of everyday activities that signals that there 
might be something wrong, thus forcing an individual into seeking medical advice. If 
they do not cause any significant discomfort or interruptions, symptoms may often be 
ignored (Corbin, 2003). The way the body appears and behaves illustrates that the 
individual is healthy. If the body is able to perform everyday activities in the same 
way as before the illness diagnosis, then the person “feels normal” or does not “feel 
ill”. Overall, the body and its expressions have a vital role in determining whether a 
person will feel and appear normal or ill, continue practising everyday tasks and 
activities and re-establish their pre-illness social status (Radley, 1997).
The underpinnings of the present thesis agree with the ideas of critical realism 
and phenomenology on the role of the body. For the purpose of this thesis, the body 
will be viewed not merely as a biological, but also as a social construct. The role of 
biological and physiological functions will not be diminished. Rather, they will be 
placed in a context in which they interact with social and intrapersonal constructs. 
Based on critical realism and phenomenology as points of departure, the thesis 
considers that, whatever influences the body, influences the sense of self and identity.
3.5.2. Summary
This section focused on the role of the body in the formation of identity 
according to early and modem approaches to identity. In particular, the ideas of 
symbolic interactionism, social constructionism and phenomenology with regards to 
the body and its functions were described. Additionally, the role of the body in health 
and illness was considered according to the views of the three theoretical approaches. 
The next section will introduce the three research questions of this thesis.
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3.6. Research questions of the present thesis
The literature review provided in the previous chapter, along with the 
theoretical framework introduced in the present chapter, denote a special attention 
that needs to be raised in the literature concerning brain tumour and RTW. 
Specifically, as the literature on employers and occupational health professionals’ 
(OHPs) experiences with people with brain tumour (PwBT) demonstrated in the 
previous chapter, the voices of these people are often ignored. Research on OHPs is 
scant, whereas studies on employers are close to none. This limitation highlights the 
need to incorporate their perspectives in the literature. What is more, a more coherent 
outlook is required in terms of the experiences of PwBT with re-employment. The 
topic in question should include not only the aspects of RTW, but also a closer 
examination of their contact and collaboration with employers and OHPs.
As discussed throughout the previous and present chapter, the majority of 
research is conducted with the acknowledgement of the individual as a set of 
neurological symptoms, with the objective to identify, predict and control the factors 
that affect their RTW. The studies that follow in the present thesis view the individual 
as a person with their own identities, feelings and personalities and recognize the 
subjectivity of their embodied experience. The role of the body, as presented in this 
chapter, is considered to be one which allows the individual to communicate with 
their social context, and not a mere carrier of symptoms and illnesses.
Consequently, this thesis sets to answer three questions:
1) What is it like for PwBT to be guided by OHPs and working with employers 
upon their RTW?
2) What is it like for OHPs to collaborate with employers and work with PwBT 
for the successful re-employment of PwBT?
3) What is it like for employers to collaborate with OHPs and hire PwBT for a 
successful re-integration of PwBT in the workplace?
It is anticipated that answers to these questions will provide a coherent insight 
into the occupational rehabilitation and RTW process of PwBT, with the 
incorporation of the perspectives and experiences of employers and OHPs. Thus, a
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triangulation of knowledge and viewpoints will contribute to the body of the literature 
that focuses on brain tumour and employment.
Box 1: Reflection on research questions
The research questions presented above were formulated during the initial stages of 
the literature review, as well as the dwelling into the theoretical and methodological 
perspective adopted by this thesis. The general objective was to look into the 
experiences of people with brain tumour, employers and occupational health 
professionals. As the research process progressed, more paths of investigation became 
clear. To illustrate, the analysis of the interviews of people with brain tumour brought 
to the fore a sense of self-normality that derived from returning to work. Re­
employment was considered by participants as a sign that the post-diagnosis 
individual was still capable and welcome to go back to work and feel productive as 
before the diagnosis. During data collection, participants were not asked directly 
about identity issues, but were rather asked about their life before and after diagnosis. 
The elements of self and identity found in Study 1 led to placing more emphasis on 
identity issues and interpreting data with an identity theory lens.
Furthermore, Studies 2 and 3 set out to research the experience of occupational health 
professionals and employers with people with brain tumour returning to work, 
respectively. What the data analysis revealed was that these groups communicate with 
each other in a way that shapes their working practices. Due to the nature of the 
grounded theory method adopted for these studies, the employer-occupational health 
professional relationship was added to the research questions and participants were 
asked further of this relationship. Additionally, influenced by the results of Study 1, 
data were also interpreted in a way that would bring to light the sense of identity 
among employers and occupational health professionals and the way the self shapes 
the experience of working and supporting people with brain tumour going back to 
work.
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3.7. Summary
The present chapter began by introducing the theoretical framework of the 
present thesis and explaining the theoretical approaches of critical realism, symbolic 
interactionism, social constructionism and phenomenology, which view realities and 
identities as multiple and constructed in a variability of contexts through social 
interaction. Modem approaches to identity were also investigated. Specifically, the 
chapter focused on identity theory that examines the formation of personal identity; 
social identity theory that deals with the formation of social identity; and the Self- 
Aspects Model of Identity as developed by Simon (2004), that regards identity to be 
comprised by multiple self-aspects that include categorised information about the self. 
The centrality of the body in the sense of self as illustrated by symbolic 
interactionism, social constructionism, critical realism and phenomenology was 
addressed next. Finally, the research questions formulated following the issues 
discussed in the previous and present chapter were presented at the close of the 
chapter.
In short, this chapter addressed the theoretical framework of this thesis: 
identities are multiple and are being constructed in a variety of social interactions 
among individuals. Additionally, the unique set of information received by a person’s 
body provides reality and knowledge with subjectivity. The following chapter will 
introduce the methodological framework which underlies the thesis’ research process.
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4.1. Introduction
As discussed in the previous chapters, this thesis aims to gain an insight into 
the experience of returning to work after brain tumour and the individual’s sense of 
identity, by incorporating the voices of people with brain tumour, employers and 
occupational health professionals in the research process. The methodological 
framework of the research conducted within this thesis will be addressed in the 
present chapter. This will demonstrate that the methodology used for this thesis and 
the methods employed for the research presented within this thesis are congruent with 
the chosen paradigm. It also considers the assumptions and implications most 
commonly used when researching health and illness, in general, and brain tumour, in 
particular, and discusses their limitations. The chapter concludes with a consideration 
of the credibility criteria of qualitative research.
4.2. Qualitative or Quantitative Methods?
4.2.1. The use o f qualitative methods in research
During recent years, and following the criticisms that positivism has 
encountered within some sciences, there has been a shift in the methodology used in 
the science of psychology, namely from laboratory studies, statistical analyses and 
experimental designs, to more real-life, observatory and naturalistic studies. This shift 
has also included studying new areas, such as the self; using various types of data 
collection such as self-reports and diaries; and moving away from using students as
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participants and towards more topic-appropriate populations (Smith, Harré & van 
Langenhove, 1995). The science of psychology started using qualitative approaches 
rooted in discourse and content analysis (Mason, 1996) and recruiting participants 
relevant to the topic under investigation, not representative of the population for 
generalisation reasons (Smith, 2009).
One of the definitions offered for a distinction between qualitative and 
quantitative methodology was that the former attempts to describe the properties of an 
entity, whereas the latter determines how much of an entity there is (Smith, 2009). 
Quantitative methods are used for the establishment of a cause-effect relationship, 
whereas qualitative methods are used for the description, instead of the prediction, of 
the meaning that an individual gives to their experience of a particular event (Willig, 
2008). It has also been proposed that qualitative studies are appropriate for exploring 
the lived experience of an individual, by using interviews and self-reports.
Quantitative methods, such as questionnaires, have been found inadequate in going 
beyond the surface and gathering rich information on a particular experience 
(Polkinghome, 2005). Qualitative methods assume that there is no objective reality 
that researchers are set to discover, but, instead, follow that knowledge is constructed 
in a dynamic and context-specific way between the researcher and the individuals that 
participate in the research. This is one of the reasons there are no stem ways or recipes 
to be followed when adopting qualitative methods (Lyons, 2007).
Willig (2008) described some of the properties of qualitative methods, such as 
the researcher’s reflexivity and critical language awareness, which could be placed on 
a continuum. Specifically, Willig distinguished between two aspects of reflexivity: 
personal and epistemological. Personal reflexivity is the researcher’s reflection on 
their values, beliefs and experiences and their impact on the research process. 
Epistemological reflexivity is the researcher’s reflection on the actual research process 
and its implications. Specifically, the researcher might be reflecting on whether the 
research question expands or limits the results, if the data are appropriately 
constructed by the measures used or if the same data could be produced if different 
research questions have been formed. Some qualitative researchers argue that personal 
and epistemological reflexivity is important to the research process and report, while
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others, although acknowledging it, do not include it in their final research reports 
(Willig, 2008).
Critical language awareness, on the other hand, deals with the role of 
language in the construction of meaning and its impact on the research process 
(Willig, 2008). For instance, some qualitative researchers argue that the discursive 
labels they use to form a category influence the categorisation of subsequent codes of 
data. Therefore, they deem important the study of the use of language in the 
construction of meaning in social contexts, including the research context. Other 
qualitative researchers, however, do not place much emphasis on language, by 
suggesting that language serves as a tool to describe the research process in more or 
less accurate ways (Willig, 2008).
Smith (2009) argues that the centrality of using qualitative approaches when 
studying the human experience lies in the value of language as a source of human 
communication and interaction. The way people make sense of their world and give it 
meaning is transmitted through language, therefore qualitative methods focus on the 
construction of this meaning. This idea reflects the approaches of symbolic 
interactionism and social constructionism described in the previous chapter, which 
emphasise the use of language as a mean of constructing and sharing experience. 
Furthermore, since, according to social constructionism, all is construction, the 
conclusions of qualitative research are interpretations. As Smith (2009) posits, the use 
of qualitative methods is inevitable when exploring human experience or when 
focusing on construction and interpretation.
4.2.2. Strengths and weaknesses o f qualitative methods
Qualitative methods turn their focus on the meaning of an experience. They 
aim to link the actions and behaviour of an individual to their way of thinking about 
the world and how they choose to express it. The central feature of qualitative 
research is the person and their lifeworld. Qualitative analysis works with accounts of 
particular events, which have been shared directly and vividly by the participant in the 
research context. It does not discard outliers or accounts that do not fit in a theory as 
quantitative methods do. With the use of open-ended questions, the participant can
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elaborate on issues that are vital to them, which may or may not be anticipated by the 
researcher (Willig, 2008).
Nonetheless, Willig (2008) illustrated several limitations of qualitative 
methods that have been acknowledged by researchers from different paradigms. For 
example, an interpretation of a phenomenon cannot be solid and commonly shared. 
Several researchers from similar or dissimilar theoretical frameworks can offer a 
variety of interpretations on a specific event. Furthermore, it cannot make 
assumptions for a population if the sample consists of only a small number of 
individuals. Also, the phenomenon that served as a topic in a qualitative study can 
only be described and not predicted or controlled. Lastly, results reported in a 
qualitative study that follows a different epistemology than other studies cannot be 
integrated with their findings.
This, however, strikes as problematic. One cannot remark on limitations or 
weaknesses of qualitative research, without first taking into account its ontological, 
epistemological and methodological viewpoints. The same applies for the adoption of 
sets of criteria that serve to evaluate the quality and value of a qualitative research, 
which will be discussed in a later section of this chapter. For example, the qualitative 
paradigm does not aim to predict and control an event, since it acknowledges the 
construction of multiple realities and not one, “true” and external reality. This 
assumption is what guides qualitative researchers into recognising that their 
interpretations cannot be commonly shared. An account in a specific context and in a 
particular timeframe cannot be identical, either to others’ accounts or to the same one 
in a different context.
Further, studies employing qualitative methods reach to their findings after an 
in-depth analysis in search of the meaning a topic has for the participants. The 
objective is to gain a better understanding of the event as expressed by participants, 
rather than generalise it to a wider population. If a researcher adheres to and defends 
their chosen paradigm, along with its ontology, epistemology and methodology, the 
attacks against qualitative methods will be diminished.
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4.3. Qualitative Methods in Health and Illness
4.3.1. Researching Health and Illness
One of the many areas of research in which qualitative methods are adopted is 
health. It is worth briefly reviewing the distinction between the positivist and the 
qualitative paradigm in terms of health and illness, as discussed in the previous 
chapter. Theorists adhering to the positivist paradigm are led by a distinction between 
the body and the mind, as formulated by Descartes. They follow the notion that the 
body can be controlled and observed with objectified and systematic means, such as 
measurements or statistics. Subjective processes of the mind are ignored in order to 
avoid the contamination of the measurements with unobservable data (Yardley, 1999).
This point of view faces difficulties when it comes to health. When an illness 
strikes the body, it is often the case that its subjective perception and experience 
intervenes with its bodily sensation. The qualitative paradigm acknowledges the 
mediation of the bodily experience by the subjectivity of emotions, perceptions and 
representations. There are multiple realities being constructed in a diversity of 
contexts, all of which are inclusive of subjective experiences. It is impossible to 
understand the experience of an illness merely by objectively observing its corporeal 
manifestations and without identifying its interconnection with mental processes, as 
verbally expressed by the individual. The qualitative paradigm attempts to understand 
the experience of an illness by taking into consideration the individual’s values, 
expectations and perceptions, in combination with the imposed physical, social or 
mental constraints (Yardley, 1999).
The accounts of health and illness demonstrate the underlying meaning a 
health condition has for an individual. These accounts are not just descriptions of a 
health condition, but more of accounts of a person’s place in the world (Radley & 
Billig, 1996). During the nineteenth century, the science of psychology was adhering 
to the positivist paradigm, and, therefore, psychological structures were observed and 
measured with the use of experiments within laboratory settings. Its main point of 
argument was that quantitative methods could be valuable in objectively accessing an 
individual’s psychological processes, in an attempt to control and predict them in the 
future. Following the critiques against the biomedical model, as discussed in the
96
Chapter 4
Methodological Framework
previous chapter, psychology attempted to incorporate social processes in the field of 
their research. However, in spite of the recognition that social structures have an 
impact on the individual, there were still placed under objective observation with the 
use of quantitative methods (Murray & Chamberlain, 1999).
The shift in paradigms in social sciences, from the positivist to the qualitative 
saw the rise and development of qualitative methods, particularly in the field of health 
psychology (Murray & Chamberlain, 1999). With the use of qualitative approaches, 
individuals have moved away from being the “patient” within a biomedical model and 
towards being a patient and a mother, daughter, worker or immigrant within a 
biopsychosocial model. The significance of the medical account was replaced by the 
individual’s account of their health condition. The stories individuals shared on health 
and illness served the purpose of asserting a place at being and feeling as normal as 
the rest, as well as providing structure to a disordered situation. It seems that what 
was important was not the illness, but how the person felt with an illness. Thus, the 
influence a health condition could have on different aspects on a person’s life is 
uncovered (Radley, 1999).
As Chamberlain and Murray (2008) suggest, qualitative methods aim at 
investigating health issues that can be broadly divided into four categories. The first 
aim is to investigate a person’s experience with an illness or disability and attempt to 
make sense of it. The bases for understanding are the voices of people directly 
stricken by a health condition and the stories they share regarding it. The methods 
mainly employed for this purpose, as Chamberlain and Murray (2008) support, 
include the grounded theory method and interpretative phenomenological analysis, 
which will be described in further detail in subsequent sections, as they are the ones 
adopted for the undertaking of the studies of this thesis.
The second issue of concern is the illness itself and how its nature and 
processes can be altered by its complex characteristics. An illness can manifest a 
diverse set of symptoms that can determine a person’s treatment, recovery and 
adjustment process. Qualitative methodology attempts to make sense of illness as a 
whole and its effect on the person. The third issue regards the social processes that 
take place due to illness, such as medicalization. It aims to understand how a person’s 
own beliefs about illness connect with the professionals’ diagnoses within a medical
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context and how this, in turn, is influenced by social phenomena. Finally, the fourth 
issue refers to using qualitative methodology in order to promote health awareness 
and prompt social action. It is considered as a way of using the stories of people 
directly affected by an illness in order to educate societies. The information could 
involve ways of preventing or coping with an illness (Chamberlain & Murray, 2008).
4.3.2. Researching Brain Tumour
Before addressing the common practices of research on brain tumour, it would 
be useful to briefly examine the views of neuroscience and neuropsychology and how 
these affect the paths research on brain tumour can take. The exploration of 
neuroscience and neuropsychology will be brief, as their full examination is beyond 
the scope of this thesis.
Particularly, neuroscience as a field is focused on the central nervous system 
and the areas of the brain that correspond to a specific or a group of physiological 
functions. A useful strategy for identifying these patterns of connections involves the 
examination of people with damage to the brain, with the objective to match the 
region of the brain that suffered damage to the particular physiological response that 
appears impaired. An example of this sort of association was the determination that an 
area in the frontal lobe of the left hemisphere, later labelled as Broca’s area, is 
responsible for the production of speech, following the examination of an individual 
who was unable to produce speech after brain damage (Darby & Walsh, 2005).
Nonetheless, neuroscience, as part of medical science, seemed to adhere to the 
biomedical model, which addressed disease with an attempt to cure it, disregarding 
the person suffering from it. The body was considered a carrier of a disease and so 
was to be put under measurements and tests in order to be cured. The feelings, 
emotions and personalities of the individuals were ignored, since they were not 
identified as a material entity that could be measured. People were treated as cases, 
categorised under particular set of symptoms that pointed to a diagnosis and treatment 
plan. The objective was to have a healthy body, without the need to understand the 
disease (Hughes, 2000). As Turnbull and Solms (2004) argued, research has ignored 
the psychological effects of brain damage, such as the appearance of anxiety and
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depressive symptoms, and rather focused on the epidemiology of brain damage in an 
attempt to identify and predict the factors that cause it.
The field of neuropsychology was developed following the influences of 
neurosciences and psychology, in an attempt to integrate their basic standpoints and 
procedures in one field for a coherent portrayal of brain damage (Darby & Walsh, 
2005). Its aim was the behavioural expression of a neurological impairment. In other 
words, it targeted the identification of the way a brain damage can alter an 
individual’s behaviour. The Second World War gave rise to the need for diagnosis 
and treatment of soldiers with brain damage with visible disturbances of their 
behavioural patterns. The attention turned not only to the treatment of the damage, but 
also the rehabilitation of the individual (Lezak, Howieson & Loring, 2004).
Neuropsychology attempted to recognise the psychological processes of 
individuals by examining the relationship between brain and behaviour. Therefore, it 
focused on symptoms and factor analyses for a better understanding of psychological 
functions. The appropriate way to do so was considered to be the use of tools and 
concepts, for the objective gathering of data (Darby & Walsh, 2005). With the 
adoption of quantitative methodology, the performance of individuals was compared 
against scores of standardised tests, which determined whether the observed 
performance was in accordance with normative expectations and standards. The same 
tests and instruments were administered to every person, following the exact same 
guidelines, so that the measurement of the desired aspect and the bracketing of any 
unwanted data were ensured (Witsken, D’Amato & Hartlage, 2008).
The critiques this methodology in neuropsychology faced involved the loss of 
valuable information regarding the way an individual behaves during a task, how they 
personally consider their performance to be during a test, or where they attribute their 
success or failure at a neurological test (Witsken et al., 2008). Behavioural responses 
of this sort cannot be quantified and measured (Darby & Walsh, 2005). As a response 
to this criticism, a number of neuropsychologists turned to the approach suggested by 
Luria (Witsken et al., 2008). Alexander Luria (1902-1977) was an advocate of the use 
of qualitative methodologies for the evaluation of behaviour and symptoms after brain 
damage. Specifically, he argued that by qualitatively observing the behaviour of the 
individual during their performance in a neurological test, neuropsychologists could
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gain valuable information regarding the person’s cognitive and behavioural 
manifestations after brain damage. Symptoms were to be carefully observed and 
analysed within a neurological context, with the aim to infer them to a localised brain 
dysfunction (Tranel, 2008).
For Luria, standardised tests were a valuable tool, but needed to be 
accompanied by flexible and tailored neurological assessments that would facilitate 
and inform rehabilitation practices (Tranel, 2008). Critics, however, were concerned, 
not only with the extra attention the behaviour during tests was receiving over actual 
test scores, but with the difficulty of determining the reliability and validity of 
qualitative observations as well (Witsken et al., 2008).
With regards to rehabilitation after brain damage, Prigatano (2008) suggested 
that neuropsychological rehabilitation should focus on three goals: recovery after 
brain damage; improvement of cognitive and physical functioning in spite of the 
presence of residual symptoms; and special attention to the individual’s subjective 
experience, feelings and perceptions of identity and self following brain damage. The 
final goal can be achieved by examining an individual’s phenomenological world, 
since it reflects the person’s attitudes, perceptions, cultural influences and existential 
needs. However, as Prigatano (2008) concluded, it is seldom met within rehabilitation 
services.
This brief review made evident that, within the biomedical model, people with 
brain tumour were considered as patients with a set of symptoms that was to be 
diagnosed and cured. During the past few decades, the individuals’ psychological 
processes were eventually identified within neuropsychology, but only at a surface 
level and only within the context of a neurological assessment at a clinical setting. 
What has failed to be recognised thus far was the role that social, cultural and 
historical structures had on a person’s experience with brain damage. As described in 
the previous chapter, social constructionism and phenomenology posit that an illness 
is not an individualistic experience, but it is rather constructed within a variety of 
social contexts and experienced differently among people. The reason for the latter 
lies in the embodied subjectivity of an illness experience, which reflects the unique 
perception of illness through each individual’s body signals.
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As far as the research on brain tumour is concerned, qualitative methods were 
deemed as a valuable tool for exploring the experiences of individuals with the 
particular health condition, as well as their social environment. By giving voice to 
people with brain tumour, their perspectives and viewpoints are revealed, leading to a 
better understanding of their experience. When it comes to returning to work, in 
particular, researchers are allowed to be more flexible when collecting data in order to 
identify and learn more about the meaning individuals ascribe to returning to their 
previous employment status by using a qualitative design (Oppermann, 2004).
Insights into an experience derived by participants’ verbal expressions can be valuable 
in providing information to occupational rehabilitation services and workplace 
practices.
Quantitative studies cannot explore a person’s self-efficacy and perceived 
social attitudes towards rehabilitation services and work; therefore, qualitative 
methods can help the literature gain more insight into each individual’s expectations, 
perspectives and experience of returning to work and the intrinsic and extrinsic factors 
that influence this process (Petrella et ah, 2005). Interviews can contribute to 
describing the concerns of people with brain tumour in the process of going back to 
work, as well as identifying the variables that affect their work adjustment (Power & 
Hershenson, 2003), thus informing upon the improvement of workplace practices.
Nonetheless, there are some challenges that need to be addressed by 
qualitative researchers when interviewing people with brain tumour. Researchers have 
the tendency to ignore the malignant cases of brain tumour, due to the extent of their 
consequent impairments, such as memory loss, inability to remain concentrated, 
speech difficulties or cognitive issues. Individuals with less physical and cognitive 
impairments are more often selected for participation in a study (Carlsson, Paterson, 
Scott-Findlay, Ehnfors & Ehrenberg, 2007) because they can articulate their 
experiences with more ease, therefore providing more trustworthy and factual 
accounts (Paterson & Scott-Findlay, 2002). By including severe cases in studies on 
brain tumour, qualitative researchers are led to even richer data, by turning their 
attention to the voices of people often neglected and hearing their points of view as 
well, improving thus rehabilitation services and avoiding further oppression of the 
particular group (Lloyd, Gatherer & Kalsy, 2006). Researchers can overcome any
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challenges by preparing sufficiently for the interview, receiving training in working 
with severe cases of brain tumour, building rapport with the individual, involving the 
participant in the design of the study, choosing workable and feasible interview 
questions and debriefing the participant after the interview (Paterson & Scott-Findlay, 
2002; Carlsson et ah, 2007).
In this section, it was made evident that, based on the chosen paradigm, the 
researcher will hold different views regarding the participant with brain tumour, the 
research process and the appropriate way of collecting data. This thesis, with the 
adoption of the qualitative paradigm and the theoretical positions of critical realism 
and phenomenology, posits that the individual with brain tumour experiences their 
health condition and their process of RTW in a subjective manner, influenced by 
social structures and the uniqueness of their health condition. The research process 
will take a dialectic stance, allowing the researcher to ask questions of interest, but at 
the same time providing the opportunity to the participant to elaborate on any issues 
that hold a sense of significance for them. It will attempt to appreciate the interaction 
of social, cultural and historical structures that shapes participants’ experience of 
RTW after brain tumour, but without disregarding the importance of the biological 
sphere’s impact on the process.
The researcher is to enter the research process in an attempt to gain a 
perspective on participants’ lived and subjective experiences and the interpretations 
they provide for its course, with the use of qualitative methodology, which allows 
flexibility and in-depth understanding of the process of RTW after brain tumour. The 
researcher will aim to apprehend and interpret the story shared by participants in an 
active way and by acknowledging any presuppositions that might impact on the 
interpretation process. The purpose of the studies will not be to generalise results to a 
wider population. Instead, it will attempt to provide a pattern of understanding with 
the aim to inform the literature, occupational rehabilitation services and workplace 
environments.
4.3.3. Summary
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In the previous section, the assumptions, implications and limitations of 
research in health, in general, and the field of brain tumour, in particular, were 
addressed. The following sections will focus on the methods used for the studies of 
this thesis: grounded theory and IPA. Each method’s procedures for participant 
recruitment, interview preparation, data collection and analysis will be described in 
detail.
4.4. Interpretative Phenomenological Analysis (IPA)
The first study will explore, with the use of Interpretative Phenomenological 
Analysis (IPA), perspectives of people with brain tumour on returning to work. IPA 
holds the assumptions of phenomenology. Phenomenology, as described in the 
previous chapter, is an epistemological approach interested in people’s lived 
experience and conscious perception of a particular phenomenon. In a research 
context, the phenomenon in question is the participant’s accounts (Willig, 2008). 
Phenomenology ’ s ontological position is that realities, knowledge and meaning are 
context-dependent social constructions. In this section, the epistemological position of 
IPA will be re-visited and its methodological positions will be explored. Before this, a 
distinction will be made between the descriptive phenomenological analysis as 
developed by Giorgi and Giorgi (2008), and the interpretative phenomenological 
analysis by Jonathan A. Smith (2009).
4.4.1. Descriptive Phenomenological Analysis
This type of phenomenological analysis looks at describing in detail the 
experiences of participants regarding a particular phenomenon (Howitt, 2013). It was 
developed by Giorgi and Giorgi (2008), who stated that, while studying a 
phenomenon, the researcher’s pre-conceptions should be minimised. The research 
process should be free of pre-conceptions and assumptions regarding the topic in 
question, so that a very detailed description of an experience is achieved. An 
important aspect is bracketing, which requires the researcher to put aside their 
previous knowledge that might influence the process or the outcome of the research.
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Bracketing is a suspension of thoughts that prevent the researcher from analysing the 
experience as it appears (Howitt, 2013). The researcher can gain an understanding of 
the phenomenon as a whole not by interpreting, but by describing it in detail and 
identifying its units of meaning, which refer to the variety of elements that constitute 
the phenomenon (Willig, 2008).
Giorgi and Giorgi (2008) identified two limitations of their phenomenological 
approach. First, the primary goal of describing in detail a particular experience is 
challenged if an experience cannot be fully described or articulated. Bodily, traumatic 
or overwhelming experiences are such instances. Giorgi and Giorgi, however, 
provided an alternative for this. If a participant cannot describe their experience, then 
their significant others could provide detailed descriptions, helping, thus, the research 
process. As Giorgi and Giorgi (2008) suggested, gestures and behaviours, instead of 
words, can also provide a description of a phenomenon. The second limitation refers 
to the intensiveness of analysing the research data. Giorgi and Giorgi (2008) stated 
that phenomenological research is time-consuming, but argued that the significant 
findings that arise justify the researcher’s effort and time.
4.4.2. Interpretative Phenomenological Analysis (IPA)
IPA was developed by Jonathan A. Smith (2009) in response to Giorgi and 
Giorgi’s descriptive phenomenological approach. In particular, IPA is an inductive 
idiographic method concerned with the meaning participants ascribe to their 
experiences. Therefore, it is interested in people’s sense of self and the body’s 
centrality in the subjectivity of their experience. The role of the body according to 
phenomenology was described in Chapter 3, section 3.5.1.3. An idiographic method 
is interested in the close readings of individual cases, rather than the analysis of 
groups and populations for probabilistic claims in the individual level that the 
nomothetic method attends to (Smith & Eatough, 2007). An individual’s perspective 
holds a central part in the IPA method. The focus is on the individual’s viewpoint on 
the phenomenon, not merely the phenomenon itself, as the descriptive 
phenomenological analysis practises (Howitt, 2013). IPA does not aim to test 
hypotheses and provide generalisations regarding a specific event, but to gain an
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understanding of an experience, as lived and expressed by the participant (Gray, 2009; 
Howitt, 2010).
The lived experience of a participant is of particular significance for IPA, but 
it is argued that its description includes some form of interpretation. Unlike the 
descriptive phenomenological approach, the researcher’s pre-suppositions are part of 
the research process. IPA does not require the researcher to bracket their previous 
knowledge and assumptions, but rather use them towards the understanding of the 
phenomenon in question. An experience cannot be accessed directly; therefore, the 
researcher relies on the participant’s accounts and their own interpretations of the 
experience (Willig, 2008).
The significance of the interaction between the researcher and the participant 
is also identified in IPA (Willig, 2008). A reality is constructed between the two 
actors, with the participant’s account of an experience on the one hand and the 
researcher’s interpretation of that experience on the other. This notion recognises the 
researcher’s dynamic role in the conceptual apprehension of the studied phenomenon 
(Smith & Eatough, 2006; Smith & Osborn, 2009). This aspect of IPA subscribes to 
the symbolic interactionism approach, as discussed in the previous chapter.
The epistemological and methodological foundations of IPA are 
phenomenology and hermeneutics. Phenomenology, as described in the previous 
chapter, provides IPA with the concern of a phenomenon as experienced by the 
individual. The researcher explores the perspective and viewpoints of a participant by 
asking “what is it like?”. Hermeneutics are involved when the researcher interprets the 
participant’s accounts in an attempt to make sense of their experience. The process of 
interpretation is what gets the researcher as close as possible to the reality constructed 
within the research context (Gray, 2009). Double hermeneutics is the process involved 
in IPA: the researcher tries to make sense of the participant, who is trying to make 
sense of their experience (Smith & Eatough, 2006; Smith & Osborn, 2009; Howitt, 
2010). The knowledge generated following IPA is reflexive, since it depends on the 
researchers’ variability of perspectives (Willig, 2008).
Smith and Eatough (2006) refer to an additional number of characteristics that 
distinguish IPA from other qualitative methods. First, the role of cognition is put to
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the fore when conducting IPA research. Due to thoughts, beliefs and expectations, a 
person can experience an event in a dissimilar way when found in a different time and 
space or when compared to another person (Willig, 2008). The relationship between 
what a participant thinks, accounts and does is of primary importance. The link 
between cognition, behaviour and language is the main focus of IPA. This method 
sets to investigate this link with the use of qualitative methodology, in contrast to 
mainstream cognitive psychology, that utilises quantitative methods.
Second, IPA is an idiographic study, one that focuses on single cases in the 
individual level, rather than the universal. Third, IPA is less inclined with considering 
language as the means of constructing a reality. IPA acknowledges the vital role 
language plays in expressing an experience, but its main focus is the experience as 
lived, not as verbally described (Smith & Eatough, 2006). This final point refers to the 
difference between phenomenology and social constructionism regarding the 
centrality of language, as described in the previous chapter, and its correlation to the 
critical realism approach.
4.4.3. Data collection and analysis techniques
IPA has no strict recipes that need to be followed during data collection and 
analysis, but rather offers suggestions on how to proceed with the research process. 
This method allows variability and flexibility from the researcher’s part (Howitt, 
2010). As already mentioned, IPA is looking to provide an interpretation of a 
participant’s lived experience. As referred to in the previous sub-section, it is 
interested in the content (what it is shared) and not solely in the language used {how it 
is shared). This point demonstrates another point of disagreement between 
phenomenology and social constructionism.
The experience in question holds a particular meaning or significance for the 
individual. It is often the case that IPA is employed when attempting to explore issues 
that impact on the participant’s lifeworld, such as transition processes or new-found 
personal and social situations. Pain and illness are usually among the topics IPA 
focuses on (Howitt, 2010). The in-depth analysis of these issues frequently brings
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about aspects that reflect identity and self: changes in lifeworlds trigger changes in 
identity (Smith & Eatough, 2006; Smith Flowers & Larkin, 2009).
The sample size recruited for IPA is relatively small. IPA does not aim to 
generalise findings, therefore does not pursuie large sample sizes. This strategy allows 
it to place more emphasis on each individual’s account and its in-depth analysis. 
Furthermore, the recruitment of a large sample size runs the risk of the researcher 
ending up with an overwhelming amount of data and producing a superficial analysis. 
Six to eight is considered a reasonable number of participants that allows detailed 
descriptions and interpretations of phenomena. Additionally, the sample is purposive. 
Participants are recruited based on their relevance to the topic under investigation and 
the importance it holds for them. The participant’s characteristic, for example their 
experience with a health condition, which helps answer the research question is 
significant (Smith & Eatough, 2006; Smith & Osborn, 2009).
Semi-structured interviews are employed when conducting IPA research 
(Willig, 2008). It allows the researcher and the participant to enter a dialectical 
process, in which both actors construct meaning and knowledge. The researcher 
prepares before-hand an interview schedule with open-ended questions so that the 
participant feels they have the freedom to express their perspectives in their own way. 
The questions could be generic or specific, although Smith and Osborn (2009) suggest 
using the funnelling technique: start from general questions and move to the more 
specific.
The interview schedule is not to be followed in a strict manner. Issues might 
be brought up by participants that were not anticipated by the researcher. Additional 
questions could pursue these issues in more detail or help clarify unclear responses. 
The interview schedule, however, provides a way of monitoring the interview process, 
so that it does not expand to issues that are beyond the scope of the research. The role 
of the researcher is to facilitate, rather than dictate, the interview. The researcher’s 
familiarisation with the interview schedule allows for flexibility in the order or the 
way a question is asked, which are based on the participant’s reaction and responses 
(Smith & Eatough, 2006; Smith & Osborn, 2009).
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Interviews are transcribed verbatim. Four stages are involved in the analysis of 
interview data, all of which entail the researcher’s interpretative stance. It is at the 
analysis phase that the researcher applies their interpretation. The first stage of the 
analysis requires the familiarisation of the researcher with the interview transcripts. 
After a close reading, the researcher notes on the left-hand margin of the transcript 
initial observations regarding the content, language, pauses in speech, or anything 
interesting that can reveal underlying issues (Willig, 2008; Smith & Osmond, 2009). 
The second step is when the researcher uses the notes from the left-hand margin of the 
transcript to cluster them together, in order to form themes on the right-hand margin. 
Themes are phrases that illustrate the meaning and quality of the particular text. They 
are formed by identifying and incorporating a number of initial codes that refer to a 
particular psychological concept. More abstract phrases are used when identifying 
themes representative of higher-level processes. However, they still need to be 
reflecting how the participant expressed their perspectives (Smith & Eatough, 2006; 
Smith & Osmond, 2009).
The third step is providing the analysis with structure, by recognising 
connections among themes after further refinement. This step leads to a clustering of 
themes that represent a similar concept, but in a distinct way. Some themes might 
stand on their own, while others can be grouped together and form an even more 
abstract level of themes, the sub-ordinate themes. At this point, themes that do not 
offer anything substantial to the emergence of theoretical concepts referring to the 
topic can be dropped. Additionally, the researcher needs to be constantly checking 
that this super-ordinate clustering of themes still represents the participant’s ideas as 
expressed during the interview (Smith & Eatough, 2006; Smith & Osmond, 2009).
The fourth step is the creation of a table that includes the sub-ordinate themes 
of the interview transcript, along with the clustered themes that comprise them. The 
themes can be complimented with quotations from the interview transcript that 
illustrate the concept which they represent. This table of themes can provide the 
structure for the writing-up phase. After the table is produced, the researcher can 
proceed with the analysis of the rest of the interview transcripts. They can either use 
the themes identified in the first case to guide them through the analysis of the rest, or
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start with a fresh perspective and form new, and potentially diverse, themes as 
analysis moves along (Smith & Eatough, 2006; Smith & Osmond, 2009).
After each of the interview transcripts has been analysed, all of the identified 
sub-ordinate themes are further compared among transcripts. Thus, mutually relevant 
super-ordinate themes that represent a particular concept meaningful for a number of 
participants can emerge. A master table of themes is then produced, which includes 
the shared sub-ordinate themes identified across the transcripts. It is a way of 
conveying the overall quality and meaning of an experience, as expressed by 
participants, along with the convergence and divergence of their accounts regarding 
the phenomenon under investigation. It is at this stage that the essence of the 
phenomenon is revealed (Smith & Eatough, 2006; Willig, 2008; Smith & Osmond, 
2009).
4.4.4. IPA and health
As mentioned in the previous sub-section, IPA method can be applied when 
investigating life transition issues. Health and illness issues are among the most 
frequent ones. The connection between how a person thinks about their body and how 
they talk about their body is widely explored with the use of IPA. The objective is to 
reveal how a person thinks and articulates physical processes (Smith, Jarman & 
Osborn, 1999). In a research context, the participant is sharing their accounts on what 
is like to be diagnosed with an illness and how it affects them corporeally and 
psychologically. While in this dialectic and interactive process, the researcher reflects 
upon and attempts to interpret the participant’s story. In doing so, the meaning an 
illness experience has for the participant is uncovered (Smith, Flowers & Osborn, 
1997).
IPA can make significant contributions to the field of health psychology. First, 
as aforementioned, it can be a valuable tool in revealing the meaning the experience 
of an illness has for an individual. It can focus on how physical processes can have an 
impact on cognitive and psychological processes. It can also uncover why a person 
selects a set of strategies over others, when it comes to coping with illness and a new­
found everyday status. Second, the findings of IPA studies reflect service users’
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perspectives and opinions. Therefore, they can be used to inform service providers, 
improve health practices and provide suggestions for psychological intervention 
therapies. Third, health interventions that aim at illness preventions can also be 
benefited by the results of IP A studies, by gaining a perspective on issues of major 
importance for people affected by an illness. This will armour health services with a 
better understanding of the experience of illness and its subjective character (Smith, 
Flowers & Osborn, 1997).
4.4.5. Relationship between IP A and grounded theory
IPA and grounded theory are the most widely used methods when attempting 
to investigate the meanings individuals ascribe to their experiences. IPA and the 
constructivism approach to grounded theory, specifically, follow similar ontological 
and epistemological assumptions and methodological techniques. Some of the 
similarities they share are the following. First, they are both inductive research 
processes that start from the data and move towards the conceptual understanding of a 
particular experience. Second, both methods focus on individualistic processes in 
order to reach to a clearer picture of a phenomenon that is of significance for cases 
directly affected by it. Third, they both use categorisation or clustering techniques in 
order to reduce and organise initial data and reach to the understanding of a 
phenomenon’s essence. Finally, both methods are concerned with the individual’s 
lifeworlds and how they come to express it (Willig, 2008).
There are, however, a number of points that differentiate these two methods. 
These differences might incline a researcher into choosing the IPA method over the 
grounded theory, as Willig (2008) assumes. The first point is that IPA is more 
concerned with painting a picture of a phenomenon’s essence that has a particular 
importance for an individual. The aim when using IPA is to gain an understanding of 
the nature and quality of an experience as lived by the participant. Grounded theory, 
on the other hand, is less content-oriented compared to IPA. It aims at the processes 
that account for the experience, rather than the experience itself. The second point is 
that there are debates and controversies surrounding the proposed versions of 
grounded theory, for example objectivist/constructivist or Glaser/Strauss and Corbin.
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These versions reflect different ontological and epistemological viewpoints that need 
to be fully grasped by the researcher, before selecting it as an appropriate research 
method. IPA, however, is a flexible method that does not require adherence to strict 
methodological procedures, thus allowing flexibility and creativity on behalf of the 
researcher (Willig, 2008).
4.4.6. Criticisms
Willig (2008) has identified a number of limitations of the IPA method. First, 
it seems that the role of language is reduced to simply a tool that properly articulates 
the participant’s experience. It is argued that language can influence the expression of 
the experience and provide different versions of it every time it is re-expressed. 
Therefore, IPA seems to be looking more at how a person talks about their experience 
and less about the actual experience. This point, however, can relate to the different 
emphasis that phenomenology and social constructionism place on the role of the 
language, as described in the previous chapter. Phenomenology acknowledges the 
importance of language but does not consider it as constructing an experience, as 
social constructionism posits.
Second, since IPA is based on participants’ accounts, it is not clear how these 
accounts are deemed suitable for analysis. A participant’s account might be 
influenced by verbal expression difficulties or might not be as rich and sophisticated 
as expected. Third, the description and interpretation of a phenomenon does not 
provide explanations as to why it is occurring. This might influence the full 
comprehension of the particular phenomenon. Fourth, the role IPA places on 
cognition can be challenged. Willig argues that since the method is concerned with 
the lived and straightforward experience of a phenomenon by the individual, the 
emphasis on cognitions could suggest that this experience is altered by subjective 
structures (Willig, 2008).
4.4.7. Summary
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This section focused on phenomenological analysis. Firstly, a brief description 
of Giorgi and Giorgi’s descriptive phenomenological analysis was presented. 
Following this, the basic ontological, epistemological and methodological principles 
of the interpretative phenomenological analysis (IPA) by Jonathan A. Smith were 
identified and explained. Specifically, the ontological position of IPA is relativism 
with a symbolic interactionism perspective, its epistemological position is subjective 
and its methodological position is hermeneutic/interpretative and phenomenological. 
Then, the use of IPA in research on health or illness and the contributions to health 
psychology were briefly presented. A distinction between IPA and grounded theory 
was also provided, including their differences and similarities. Finally, the section 
closed with a number of criticisms the IPA method has come across.
4.5. Grounded Theory
The second and third study will employ the Grounded Theory method in order 
to collect and analyse data from occupational rehabilitation professionals and 
employers with an experience of working with and accepting to work an individual 
with brain tumour, respectively. Grounded theory can be distinguished between 
objectivist grounded theory, as developed by Glaser and Strauss, and constructivist 
grounded theory, as developed by Kathy Charmaz. These two types of this method 
and their ontological, epistemological and methodological frameworks will be 
analysed in this section, along with the points of critique they encountered. Regarding 
Charmaz’s method, various terminologies have been offered to describe it throughout 
the years, even by Charmaz herself, including “constructivist grounded theory”, 
“social constructionist approach to grounded theory”, and “remodelled/reformulated 
grounded theory”. For the purpose of this thesis, the “constructivist grounded theory” 
and “constructivist approach to grounded theory” terminology will be used 
throughout.
4.5.1. Objectivist Grounded Theory
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Sociologists Barney G. Glaser and Anselm L. Strauss developed grounded 
theory in the 1960s, during their studies on dying ill people in hospitals, and in a 
period where quantitative methods were dominating the social sciences in the United 
States of America (Charmaz, 2006). Their aim was to provide the basis for a 
systematic qualitative method, although Glaser supported that grounded theory could 
be used when applying a quantitative methodology as well (Bryant & Charmaz,
2007). Glaser and Strauss’s idea was that researchers who use grounded theory can 
develop theories emerging directly from data and which are context-specific, rather 
than based on pre-existing theories or constructs (Willig, 2008). Up to this day, 
grounded theory is considered as one of the most widely used methods in social 
sciences.
Grounded theory methods aim to develop theory through a consistent set of 
procedures for collecting and analysing data. Theory is generated through 
simultaneous involvement in data collection and analysis (Charmaz, 1995a). The 
grounded theory method is applicable when the objective is to formulate a theory on 
issues of importance in people’s lives, when studying new social phenomena and 
when the topic under study has not been fully developed in the literature (Tan, 2010). 
This method can be used to study an array of psychological topics, such as individual 
or interpersonal processes and relations between the individual and a broader social 
context, and focus on personal experience, identity, emotions or motivation (Charmaz, 
2009). It is useful when the aim is to discover the meanings of individuals, how they 
construct their worlds and how they describe experiences, actions, feelings and 
concerns (Charmaz, 1995a). Although grounded theory is used when adopting a 
qualitative research perspective, it can also be applied when working with quantitative 
data (Charmaz, 2000).
Grounded theory has a set of distinctive and unique characteristics. First, it 
follows a systematic process when it comes to applying its principles and developing 
theory. Second, it offers a set of guidelines for data collection, data analysis and 
formation of theory, so that the theory is as close as possible to the data. Third, it is an 
inductive research process that departs from the data with the aim to generate theory. 
This leads to the fourth point. The development of theory is not subjected to 
hypotheses testing, but is a continuous process that starts from data collection and
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continues up until the writing-up stage. After a theory has been formed, it could then 
be tested with the use of quantitative methodology (Howitt, 2010).
As aforementioned, grounded theory is an inductive method. For Glaser and 
Strauss, this characteristic allows for new theories to arise, developed through data 
analysis and not deducted from a priori assumptions. The researcher is exploring 
general questions along with participants relevant to the topic of interest. It begins 
from the specific and ends up in abstract. The descriptive level leads to the abstract, 
conceptual level. This process is what makes the theory emerge from and grounded in 
the data (Willig, 2008; Bryant & Charmaz, 2007; Charmaz, 2009).
4.5.2. Data collection and analysis techniques
According to Glaser and Strauss’ guidelines, the researcher begins the study 
with an open mind and without fully examining the literature concerning the topic of 
interest. Thus, they are free from forming hypotheses and imposing pre-conceptions 
on the analytic process that could hinder the forming of concepts directly from 
observed data. General questions lead to developing ideas, rather than limiting them. 
This also includes the researcher’s interaction with the data. The researcher asks 
questions, makes comparisons and collects more data when deemed necessary 
(Charmaz, 1995a; Willig, 2008; Mills, Bonner & Francis, 2006). Although for some 
theorists it seems impossible for a researcher to enter the study without any prior 
knowledge or assumptions, it is recommended that they keep an open mind and 
theoretical sensitivity (Tan, 2010).
When it comes to the research process while using the grounded theory 
method, the researcher forms a research question without making assumptions about 
the subject. The initial research question needs to be open-ended and without guiding 
towards an opinion, for example “Do you agree that going back to work following a 
brain injury is a stressful process?”. When it comes to recruiting participants, 
grounded theory follows the rest of the qualitative methods’ procedures for looking 
for individuals with a particular relevance to the topic. Participants do not need to be 
representative of the population. What is important is for them to have some 
experience on the topic of interest, for example recruiting employers when aiming to
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explore the experience of going back to work after brain tumour. After the initial 
interviews, analysis can begin, which can alter the direction of the research questions, 
recruitment procedure and the study in general. When saturation is reached and no 
new categories emerge from the data, researchers write up the results (Willig, 2008).
The grounded theory method is a flexible approach that allows constant 
comparisons among the data. Data are analysed while still gathering more data. The 
researcher is simultaneously collecting and analysing data, moving backwards and 
forwards, adding new pieces to the puzzle early on in the research, with the aim to 
explore new areas brought up in the initial interviews, and possibly delete questions 
that do not offer anything substantial to the study. Participants’ remarks might guide 
the researcher to formulate new questions that will fully grasp an idea not covered by 
the initial interview schedule. The flexibility of grounded theory allows the researcher 
to change direction, leading the attention to new ways of collecting data that could be 
more beneficial for the formation of a theory (Charmaz, 1995a; Willig, 2008;
Charmaz, 2009).
Emerging categories are identified by coding. Categories are created during 
the analysis, not imposed on data. The early descriptive phase of the analysis locates a 
new, core category. Theoretical coding, then, allows for the development of 
relationships among the newly-formed categories. Categories are grounded in 
participants’ interview transcripts: ideally the researcher will use words used by 
participants as labels for the categories. This will avoid the use of external words and 
the “contamination” of data. Further, the constant comparative coding will allow for 
the comparison among categories. Thus, the researcher can move back and forth and 
in and out each category, and break them down into smaller categories. This step will 
help ensure that the emergent theory will capture a wide range of variation (Willig, 
2008; Mills, Bonner & Francis, 2006; Charmaz, 2009).
An important element of grounded theory is theoretical saturation. The process 
of data collection ceases when theoretical saturation is reached. The researcher no 
longer analyses and interacts with the data when it is considered that no new 
information is added and no new categories are formed. The initial analysis of the data 
from early on in the research process makes it easier for saturation to be identified 
(Howitt, 2010). Saturation depends on whether the research questions are common or
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novel and whether the consequent categories are simple or complex (Charmaz, 2009). 
Theoretical saturation is the aim of moving back and forth in the data (Willig, 2008).
While collecting and analysing data, it is important to write memos. Memo- 
writing is considered as a step between data collection and writing the paper’s draft. It 
helps clarify particular issues that might be raised during coding and make the process 
of analysis more manageable. Researchers are encouraged to write down quickly and 
clearly any interesting ideas which they might have. They will be able to deal with 
these ideas in more depth at a later stage. Memos do not necessary need to be part of 
the analysis. They merely serve as a way of getting down on paper and sorting out 
certain ideas that might not fit with the emerged categories. They might also be 
concerned with the way a category has emerged. Either way, the researcher can be 
benefited by memo-writing, since there is a possibility of new ideas emerging from it 
(Charmaz, 2006, 2009).
Theoretical sampling refers to the collection of additional data, which can help 
reach saturation and develop the emerging theory. It is a strategy that helps fill in 
conceptual gaps identified during the data analysis process. Theoretical sampling 
allows the refinement of emerging categories (Charmaz, 2000). This includes either 
looking for more participants likely to answer any questions raised from previous 
interviews or going back to previous participants and asking questions on topics not 
covered during their interview. The objective is not to maximise the sample size or 
find participants who are representative of the population, but to fill in gaps 
discovered through memo-writing (Charmaz, 2006, 2009). Charmaz (2000) also 
suggested that theoretical sampling should not commence early on in the research 
process, so that the researcher does not risk imposing premature ideas on the data.
4.5.3. Split opinions on grounded theory
Following the development and wide acceptance of grounded theory in social 
sciences, Glaser and Strauss eventually reached a disagreement by forming opposing 
views regarding the method and its principles. It was argued that Glaser’s approach to 
grounded theory was close to positivism, while Strauss and Corbin, his colleague at 
the time, followed the post-positivism paradigm (Charmaz & Henwood, 2008).
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To illustrate, Glaser proposed that the researcher must enter the data analysis 
with no prior perceptions and suppositions. They are to remain neutral and passive 
while in the research context and follow the grounded theory principles. The external 
reality is discovered by collecting and analysing data with the use of constant 
comparison techniques. The purpose of grounded theory, according to Glaser, is not 
the verification, but rather the generation of theory. When the researcher enters the 
research process with a set of ideas and pre-conceptions, then they risk 
“contaminating” the data and theory development (Charmaz, 2000; Howitt, 2010).
Strauss and Corbin, on the other hand, considered that the researcher can enter 
the research process with some general ideas regarding the topic under investigation. 
These ideas are, after all, necessary for the formation of research questions. Strauss 
and Corbin seemed to have moved towards a more deductive research process, as 
opposed to Glaser’s inductive logic (Willig, 2008). Additionally, the role of the 
researcher is considered to be an active, albeit neutral one, in discovering an external 
reality, but with appreciation of the participants’ voices, narratives and social 
structures (Charmaz, 2000; Charmaz & Henwood, 2008; Howitt, 2010).
4.5.4. Criticisms
As in every method, the strategies and methodology proposed by grounded 
theory have faced criticism over the years and have caused debates in the field of 
social science. First, it has been argued that, when using grounded theory, researchers 
do not enter an individual’s world, limiting thus the understanding of their experience. 
A theory cannot be generated merely by describing the participant’s experience in 
detail (Charmaz & Henwood, 2008). Second, the representation of the individual’s 
social and personal experience is restricted. The participant’s psychological processes 
are ignored. Third, the researcher is viewed as an external observer with authority 
over the participant. By remaining passive and distant, the experience of the 
participant is not interpreted, but rather described. Fourth, grounded theory places 
much emphasis on generating theory, rather than the participants’ stories. It also 
seems that it focuses on a particular problem and not on participants’ whole lives. 
Finally, grounded theory follows a set of objectivist guidelines and procedures for
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data analysis (Charmaz, 2000). More criticisms included the lack of guarantee that the 
theory developed by grounded theory will have any value; lack of criteria for testing 
the value of a theory; and vagueness in explaining the procedure of testing a theory 
(Howitt, 2010). Kathy Charmaz’s constructivist grounded theory approach came to 
remodel the objectivist approach that caused such debates.
4.5.5. Constructivist Grounded Theory
Kathy Charmaz (1995a, 2000, 2008) considered that the objectivist grounded 
theory method, as proposed by Glaser and Strauss, and later on by Corbin, was close 
to positivist grounds. She contradicted the ideas of an external and objective reality 
that gets discovered through data analysis, and an external and passive researcher who 
simply observes and analyses without prior knowledge or values, a tabula rasa. 
Charmaz argued that the version of grounded theory developed by Glaser and Strauss, 
was falsely considered as a constructivist approach in the science community, due to 
following inductive research procedures. The method’s principles granted it with an 
objectivist and positivist character (Charmaz, 2008).
Charmaz argued that the objectivist approach does not understand experience, 
but merely attempts to predict it with the use of a systematic set of methods and 
guidelines. She also argued that the objectivist approach of grounded theory offers 
strategies used solely for collecting data considered pre-given and self-evident, and 
not as a medium for getting to know a reality. The aim of the objectivist grounded 
theory was generalisation in order to explain and predict. Instead, Charmaz proposed 
that what matters is the phenomenon under study, not the tools used to study it. 
Charmaz’s attempt was to bridge positivism and the social constructionism approach, 
by proposing the constructivist approach to grounded theory (Charmaz, 2000, 2008).
Constructivist grounded theory proposes that the researcher and participant 
interact during the interview and create mutual knowledge. It takes into consideration 
not only facts and situations, but also meanings and values of the participant, as well 
as the researcher. Reality is multiple and gets constructed through this interaction and 
the context in which it is taking place. This approach is looking for statements that 
reveal how participants are constructing their realities. The dynamic relationship
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between the researcher and the participant reflect the core ideas of symbolic 
interactionism discussed in Chapter 3. Indeed, Charmaz (2000) considers that the 
underpinnings of symbolic interactionism are mirrored in the assumptions of the 
constructivist approach regarding personal experience as the foundation of objective 
knowledge. It can be argued that the constructivist approach to grounded theory, 
although it rejects the one universal truth, holds critical realist ontological and 
epistemological positions, by acknowledging the existence of real worlds, upon which 
people act and create discursive relationships (Charmaz, 2000), as well as pre­
existing structural conditions that shape the construction of research processes and 
products (Oliver, 2012). An individual’s experience is thought to be embedded within 
wider networks, relationships and situations, thus data analysis, according to this 
approach, is contextually situated in culture, time and place (Charmaz, 2006).
When employing the constructivist grounded theory, researchers can answer 
the why questions (“why is a person experiencing this phenomenon?”), as well as the 
what and how questions (“what are they experiencing and how?”). The researcher 
does not look for and provide explanations for the reality, but rather interprets the 
reality of the participant that gets constructed in the interview context (Charmaz,
2000, 2008). Through data analysis, the researcher composes a story, which reflects 
the participants’ social processes and experiences. This story includes not only the 
participant’s views, but the researcher’s views as well. It is inevitable for the 
researcher not to bring past experiences in the analysis. Data analysis cannot be 
neutral because the researcher’s meanings are also of great importance for grounded 
theory. This approach considers the researcher as the co-producer of the participant’s 
reality. Data are not passively observed and in separation from the researcher, but 
rather emerge from the researcher-participant interaction (Charmaz, 2000, 2008).
According to Charmaz (2000), although it offers rich descriptions, the 
objectivist approach remains close to the data and takes words by their literal sense. 
Additionally, the procedures proposed by the objectivist approach take the attention 
away from the participant’s experience and complicate the matter of discovering it.
The constructivist approach, on the other hand, goes beyond the words and asks what 
their meaning is. This is the only way in which the true experience of the participant 
can be uncovered. The questions asked also differ between the two approaches. The
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objectivist approach asks concrete questions, answers to which reflect facts and look 
at an experience in an external and objective way. The constructivist approach asks 
questions that refer to the meaning, and not the truth, of the experience. For example, 
it asks what the feeling of pain is for the participant. When it comes to writing, the 
researcher needs to write as simply and immediately as possible, for the experience’s 
meaning to be easily identified by the reader (Charmaz, 2000).
Although both approaches follow the same techniques for data collection and 
analysis, the process of coding, memo-writing and developing categories differs 
between them. As Charmaz (2000) suggests, when using the constructivist approach 
to grounded theory, the researcher needs to treat data as narrative constructions of 
experience. Data are reflections and reconstructions of the participant’s experience, 
not the experience itself. Data cannot speak of themselves, as Glaser proposed. The 
categories that rise from the data analysis are shaped by the researcher’s 
interpretations of the data. The coding that leads to emerging categories provides the 
researcher with a new perspective, allowing thus the exploration of unpredicted 
topics. This technique is what makes the method an inductive process.
Further, memo-writing aids the clarification of interrelated processes, rather 
than static events. The researcher also notes down the unstated assumptions of 
participants, which are later related to the emerging categories. Memo-writing helps 
the researcher look at the data anew. Constant comparison also leads to comparing 
views and actions of different people; comparing people’s views from one point in 
time to another; comparing data with categories; and comparing emerging categories 
with existent categories (Charmaz, 2000). On the whole, the constructivist approach 
to grounded theory offers a set of flexible guidelines, rather than a recipe that needs to 
be followed step by step (Charmaz, 2000).
4.5.6. Definition o f theory
The aim of grounded theory is to develop a theory regarding the topic under 
investigation, following the techniques suggested for data collection and analysis. 
What constitutes a theory, however? How does data analysis lead to the generation of
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theory? Charmaz (2009) made a distinction between theory based on positivist 
grounds and theory based on constructivist grounds.
More specifically, the positivist definition is that theory speaks of abstract 
concepts and the relationship between them, which was established after empirical 
observations. Concepts are treated as variables that can be measured. The aim of a 
theory is to predict, explain and generalise findings. Theory is considered as a 
statement that can be used to form hypotheses, which can then be tested 
systematically. Objectivist grounded theory’s definition of theory moves along 
positivist grounds. Glaser treats theories as means of generalisation and concepts as 
variables. The constant comparison technique aids towards the development of such 
theory. Strauss and Corbin also view abstract concepts as variables, but are also 
interested in the relationship between them. The interpretation of emergent categories 
is considered a limitation the researcher cannot avoid (Charmaz, 2006, 2009).
On the other hand, constructivist grounded theory defines theory as the 
understanding of a phenomenon based on the researcher’s interpretations (Charmaz, 
2006, 2009). A theory cannot be generated without the researcher’s interpretive 
outlook. It does not look for causality or generalisations, but patterns and connections 
that illustrate the complexity of the social world. The knowledge that derives from 
theory development is constructed between the researcher and the participant and is 
dependent on and framed by experiences, perspectives and positions. Therefore, 
theory can reflect particular realities but not others. This definition emphasises social 
action and the construction of multiple realities, which falls in line with the symbolic 
interactionist approach, as proposed by Mead (1934) and discussed in Chapter 3. 
Theories generated following the constructivist approach differ in terms of purpose, 
scope, applicability and precision (Charmaz, 2006, 2009).
4.5.7. Criticisms
However, Glaser (2002), has criticised Charmaz’s constructivist approach. He 
contradicts Charmaz’s, and critics’ in general, point that the researcher merely 
describes what they observe. He argues that the researcher abstracts ideas from the 
place, time and participants of the interview, which makes the method conceptual, not -
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descriptive. Glaser states that “all is data”, including what the researcher receives as a 
human being, and not only what the participant shares. He treats Charmaz’s 
constructivism approach as a method that has as an ultimate goal the obtaining of data 
accuracy by involving the researcher’s perspective in the process. When talking about 
mutual interpretations and constructions of knowledge, the researcher is viewed as an 
intruder who contaminates the data and distorts participants’ realities. Reality is there 
in the data, waiting to be discovered with the use of the constant comparative method 
and theoretical sampling.
Glaser also opposes the idea of story formation, by stating that the end result 
of careful application of grounded theory’s procedures is a theory, not a story. The 
idea of grounded theory as a conceptual, and not a descriptive, method is stressed in 
many points throughout Glaser’s paper. Although Charmaz’s response was that she 
was aiming at remodelling grounded theory, Glaser firmly maintained that grounded 
theory, with its current procedures and strategies, does not need remodelling (Glaser, 
2002).
4.5.8. Summary
This section focused on the method of grounded theory. It began by 
illustrating the development of grounded theory by Glaser and Strauss and the 
techniques they proposed for data collection and analysis. It then moved on to present 
the difference in opinions between Glaser and Strauss and the different strands of 
research these two theorists followed. Points of critiques were also illustrated. 
Following this, the constructivist approach to grounded theory as developed by 
Charmaz was analysed. Specifically, it was shown that the ontological, 
epistemological and methodological positions of constructivist grounded theory rely 
heavily on symbolic interactionism and its ideas of dynamic social relationships 
among individuals. The aim of this approach is to interpret participants’ experiences 
and meanings, not provide an exact picture of it. The elements that differentiate this 
type of grounded theory with the objectivist one were also identified, including data 
collection, analysis techniques and definitions of what constitutes a theory. The 
section closed with the criticism that constructivist grounded theory has faced.
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4.6. Quality in qualitative methods
A reoccurring topic of disagreement regarding qualitative methods is the 
criteria used for their evaluation. Since quantitative methods are evaluated by criteria 
well established among positivists, such as sample size, appropriate use of statistical 
tests and internal validity, how can qualitative researchers defend the value of their 
results, since they subscribe to different paradigms? This section will address the 
issue of assessing the quality of qualitative methods, as well as the different sets of 
criteria proposed for the evaluation of the quality and value of qualitative studies.
4.6.1. Standpoints in evaluative criteria selection
Mays and Pope (2000; Howitt, 2010) provided a distinction between the 
different views on the adoption of criteria in qualitative research. The first standpoint 
was that of extreme relativists, who posit that, since all qualitative methods have a 
unique character that differentiates them from the rest in terms of presenting a variety 
of perspectives on a particular topic, then no quality criteria should be applied 
whatsoever. The second standpoint comes from antirealists, who take the view that 
the criteria used to ensure quality in quantitative methods, and therefore the positivist 
paradigm, cannot be applied in qualitative methods. Antirealists, as the name 
suggests, oppose the idea of an external reality that is set to be discovered by a 
passive and distant researcher. Instead, they adhere to the notion of multiple realities 
being constructed in social contexts. Subtle realism is the third standpoint. This 
position accepts that there is an external reality that can be studied, but cannot be 
accurately described. It also argues that perspectives on reality will vary according to 
the qualitative methods employed and that quality criteria used in quantitative 
methods can be applied to qualitative research.
Criteria applied in quantitative methods cannot be applied for the evaluation of 
qualitative methods, since they differ on the basis of their ontological, epistemological 
and methodological assumptions regarding the research process. The application of 
quality criteria is dependent on the chosen paradigm (Lyons, 1999). It is not possible, 
for example, for a researcher to use the criterion of inter-rater reliability to evaluate 
the results of a qualitative study. Inter-rater reliability refers to the agreement between
123
Chapter 4
Methodological Framework
two or more researchers regarding the results of a study. It seems meaningless using 
this criterion to refer to the validity of qualitative methods, because it takes away the 
subjectivity of the researcher while interpreting data. Also, qualitative researchers 
cannot follow the “rule” of large and representative sample size, which might lead to a 
bulk of complex over-specific data. Instead, a smaller sample is preferred, which 
holds the attributes the qualitative researcher wishes to explore (Yardley, 2000). Lack 
of objective and empirical criteria that evaluate qualitative research is one of the main 
criticisms qualitative methodology has faced by the positivist paradigm.
Lyons (1999) exemplified two sets of criteria that could be applied in 
qualitative methodology as proposed by Cuba and Lincoln (1994). The first set refers 
to the trustworthiness of research. This set of criteria refers to the work produced and 
whether it is credible; whether it can be produced in similar or different contexts; and 
whether it can be produced in a similar way by similar others. The second set is 
authenticity, which regards whether the end point of the research process leads to 
better understanding of the phenomenon under investigation and whether it stimulates 
and leads to action between the participants and the researcher. Nevertheless, Lyons 
(1999) postulates that it is not possible for all qualitative methods to be evaluated by 
one set of evaluative criteria.
Reicher (2000) came to agree with Lyons’ view, by arguing that qualitative 
methods vary according to their epistemologies. Thus, different criteria are required 
for different epistemologies. For example, there are the experiential methods that 
focus on a person’s experiences, thoughts and actions, and there are the discursive 
methods that focus on language and its role in reality construction. Both differ in 
terms of the questions they ask and the position they take against each other. With 
regards to IPA, narrative analysis and the constructivism approach to grounded 
theory, which were outlined in the present chapter, Madill, Jordan and Shirley (2000) 
argue that the criterion that can be applied for their evaluation is the extent to which 
their observations are successfully derived from the contextual framework in which 
they have been produced. What needs to be addressed is how the researcher’s 
interpretation and prior knowledge has impacted on the research outcome, rather than 
the causal effects of the phenomenon.
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4.6.2. Lucy Yardley’s set o f evaluative criteria
Yardley (2000) attempted to provide qualitative researchers with a number of 
evaluative criteria, which will be applied when conducting evaluative checks in 
Studies One, Two, Three and Four of the present thesis. She argued that they can also 
be used when evaluating quantitative research (Yardley, 2009). First, sensitivity to 
context involves the awareness and understanding of the relevant theoretical and 
empirical research conducted in previous years. The researcher can formulate a 
research question with the objective of filling out gaps, if they are familiar with the 
existing literature in the field. The social-cultural setting of the research and the social 
context of the researcher and study participants are also significant to be identified. 
Some characteristics of the researcher that might influence participants’ responses 
need to be recognised. Another influential factor is the fact that a person is identified 
as a participant, while research on an event relevant to them is being conducted. 
Sensitivity can also be displayed when allowing participants to answer open-ended 
questions and when recognising why participants responded the way they did and 
shared the stories they shared. Additionally, by showing sensitivity to data, the 
researcher demonstrates that it is possible for data to be interpreted in more ways than 
the one presented (Yardley, 2009).
The second criterion, commitment, aims at the involvement, competence and 
engagement of the researcher with the method, process and data of the study. The 
researcher should demonstrate that their engagement with the topic in question and 
the analysis of data were thorough and in-depth. This is linked to the third evaluative 
criterion, rigour. Rigour refers to how complete data collection and analysis are, and if 
they can be achieved by gathering data from a number of sources or by using a variety 
of methods (Yardley, 2009). A number of qualitative researchers, however, do not 
account rigour as a valid criterion, since they argue that all that matters in qualitative 
research are the interpretations of a phenomenon and the acknowledgement of their 
multiplicity. Nonetheless, the quality of the research method is strongly linked to the 
outcomes of the research (Willig, 2008).
The fourth evaluative criterion, transparency, refers to the researcher 
explaining in every detail the process of data collection and analysis, often by using 
excerpts of interview transcripts in text, and disclosing the parts of the process
125
Chapter 4
Methodological Framework
relevant to the research. It also refers to the reflexivity on behalf of the researcher, 
who illustrates any elements, such as personal background or exposure to the topic 
under investigation, which might have influenced the formation of themes or 
categories. The fifth criterion is coherence, which regards the amount of fitness 
between the research question and the methodological and theoretical perspectives 
adopted by the researcher. This criterion requires knowledge and awareness of the 
chosen research paradigm and its differences and similarities with opposing 
paradigms. For example, if an interpretative position is employed, then the results 
cannot speak of causal relationships between two constructs, but rather describe it in 
detail in an attempt to understand it better. If research is coherent in that way, then it 
can make sense as a whole (Yardley, 2009)
Finally, impact and importance refers to the usefulness, value and impact of 
the research in the community in which it is addressed. The difference a research 
makes can be either practical or theoretical. A part of this evaluative criterion is the 
“so what?” question, which is linked to the sensitivity in context criterion (Yardley,
2009). A particular study might have a degree of value for a specific group of 
professionals, for example health psychologists who explore the experience of 
employment after a brain tumour, but what and how does that study add to the 
knowledge of, for example, psychologists who are interested in returning to work with 
a disability? An answer to this question is that individual studies in a particular field 
can be viewed as complementary studies that lead to the building of a more general 
picture, by adding something new every time (Coyle, 2007) or that it addresses issues 
of particular significance for a group of people (Yardley, 2009).
4.6.3. Summary
This section addressed the issues of evaluating the quality and value of a 
qualitative research. A set of criteria have been proposed over the years, with the 
assertion that evaluative criteria applied for quantitative studies do not offer anything 
substantial to qualitative studies, due to the difference in selected paradigms. The set 
of criteria that will be adopted when evaluating the research process of Studies One, 
Two and Three will be the ones proposed by Yardley (2000, 2009).
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4.7. Summary
In this chapter, qualitative methodology and its value when exploring lived 
experience, including health, in general, and brain damage, in particular, was 
described. Following this, the method of IPA, which is used for the first study of this 
thesis, and the process followed for data collection and analysis proposed by Smith 
were explained. Grounded theory, which is used for the second and third study, was 
explained next, particularly referring to the constructivist grounded theory proposed 
by Charmaz. The chapter concluded with a report on evaluative criteria that serve to 
demonstrate the quality and value of qualitative research. Yardley’s set of evaluative 
criteria is the one selected for the evaluation of the studies in this thesis, therefore was 
also examined in full.
With the establishment of its ontological, epistemological and methodological 
positions in the previous and present chapter, the thesis will move on to describe the 
first study. This study attempted to understand the sense of self of people with brain 
tumour and how it mediates their experience of returning to work.
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Chapter 5 
Study One: Returning to work after 
brain tumour: the perspectives of 
people with brain tumour
5.1. Introduction
The perspective of the individual whose employment is directly affected 
by brain tumour has been scarcely examined in the literature. What is more,
PwBT are often addressed as a set of neurological symptoms believed to directly 
define their experience, without any reference to any interpersonal and/or social 
processes. The present chapter will describe the first study of this thesis, which 
looked into the experiences of PwBT when in the process of RTW and contacting 
employers and OHPs, with extra attention to their sense of self and identity. With 
adherence to the theoretical framework introduced in Chapter 3, the study will 
adopt a phenomenological approach by focusing on the way this group of people 
share their perspectives, and examining it in terms of physical, psychological and 
social aspects that shape their experiences and provide them with subjectivity and 
uniqueness.
Return to work following brain tumour has gained an increasing interest in 
the literature in recent years. Brain tumour could leave an individual with physical 
and cognitive deficits, which could impact on their motor skills, social 
participation and psychological well-being. Indeed, it has been reported that
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survivors of brain tumour experienced higher levels of cognitive limitations when 
compared to a non-cancer group (Calvio et al., 2009) and presented more 
depressive symptoms, fatigue and existential tension (Pelletier et al., 2002; Khan 
& Amatya, 2013). An inevitable consequence of brain tumour and its subsequent 
effects is interruption or loss of employment, which, in turn, could maximise the 
negative impact of brain tumour on the individual’s life. Since the financial cost of 
suffering a brain tumour is considerably high (Bradley et al., 2007), the need to 
offer occupational rehabilitation services to people with brain tumour (PwBT) for 
a successful return to work is escalating.
Occupational rehabilitation services could provide PwBT the appropriate 
support, information and guidance required when in the process of returning to 
work. A study by Rusbridge et al. (2013) demonstrated that PwBT who 
participated in an occupational rehabilitation programme showed improvement 
and increased employment rates. A growing number of studies have focused on 
people’s experiences with occupational health services in their attempt to resume 
employment. Participants included people with a variety of cancer types or with 
brain tumour, specifically. The major issue found was that cancer survivors would 
like more information from occupational health professionals (OHPs).
More specifically, a review of the literature led Amir et al. (2009) to 
conclude that cancer survivors, including PwBT, received insufficient advice from 
OHPs on the right time to return to work, which impacted on the outcome of their 
occupational rehabilitation process. Cancer survivors in previous studies (without 
including PwBT) have also expressed concerns over receiving limited guidelines 
on employment and ineffective communication with medical staff on work issues 
(Kennedy et al., 2007; Bains et al., 2012). Literature has also suggested that 
cancer survivors received more support from colleagues than OHPs (Taskila et al., 
2006) and that improved communication between cancer survivors and OHPs 
could lead to increased RTW rates (Verbeek, Spelten, Kammeijer & Sprangers, 
2003).
Research specifically on PwBT has reported similar findings. The support 
PwBT required was not limited to advice on returning to work; psychological 
support and more information on their condition, especially after neurosurgery,
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has been expressed to be essential for these individuals (Lepola, Toljamo, Aho & 
Louet, 2001; O’Donnell, 2005). Participants in Ownsworth, Chambers, Hawkes, 
Walker and Shum’s (2011) study reported that lack of information regarding their 
diagnosis has left them unprepared and frustrated with their current condition. It 
has also been suggested that PwBT needed information on different treatment 
plans and occupational therapy options (Parvataneni, Policy, Freeman, Lambom, 
Prados, Butowski, Liu, Clarke, Page, Rabbitt, Fedoroff, Clow, Hsieh, Kivett, 
DeBoer & Chang, 2011), as well as constant monitoring of their psychological 
status (Ownsworth et ah, 2009).
The chief goal of occupational rehabilitation is for the PwBT to 
successfully return to and maintain gainful employment. Thus, research has 
explored workplace issues and concerns, in an attempt to clarify the importance of 
employment for PwBT and their impact on the rehabilitation process. More 
specifically, the problems mostly reported by people with low-grade glioma in 
Edvardsson and Ahlstrôm’s (2005) study in terms of employment included not 
being allowed to return to work; work competence going to waste; missing 
colleagues and friends from work; and the employer displaying a bad attitude 
during contact. Additionally, survivors of childhood brain tumour have described 
their inability to find appropriate employment because of the cognitive deficits 
their health condition has left them with (Carlson-Green, 2009).
Previous studies have also concluded that the psychological, cognitive and 
physical limitations caused by their brain tumour, such as fatigue, depressive 
symptoms, lack of attention and poor memory, led to people displaying limited 
workplace performance (Feuerstein et al., 2007) or altering their occupational 
roles (Steiner, Cavender, Nowels, Beaty, Bradley, Faircough & Main, 2008). 
Furthermore, people left unemployed following brain tumour have demonstrated 
more psychiatric symptoms and cognitive deficits, compared to those who 
continued working following brain tumour diagnosis (Davies, Hall & Clarke, 
2003).
In terms of the aspect of identity after brain tumour, returning to work has 
been found to offer PwBT the sense of normality and continuity of self (Fox & 
Lantz, 1998). The feelings of returning to normal could be maximised in cases
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where the brain tumour is concealed from the social environment (e.g. the 
workplace environment), but with the risk of being labelled as malingerers once 
the health condition is disclosed (Fitzgerald & Paterson, 1995; Boy dell et ah,
2008). The psychological and emotional pressure of a hidden health condition, 
such as brain tumour, could lower the levels of the individual’s self-esteem, 
particularly when they are expected to act according to social norms (Lucas,
2010). Salander et al. (1996) also suggested that a way for the PwBT to protect 
their sense of self is the comparison with less fortunate others so that their 
symptom burden is eased (downward comparison) or the comparison with people 
who are in a better position than them so that their hope and motivation are 
increased (upward comparison). Overall, it can be seen that the individual’s sense 
of self is directly influenced by the nature of the brain tumour and their 
interaction with their social environment.
A trend found in the current literature is that, more often than not, brain 
tumour is included under the umbrella of more general conditions, such as cancer 
or disabilities, rather than explored as a discrete condition. As discussed in 
Chapter 2, section 2.2., it seems that PwBT are recruited as part of a study sample, 
along with people with brain damage, people with physical or cognitive 
disabilities and people with cancer. Ownsworth et al. (2009) argued that, although 
the manifestation of symptoms of brain tumour is similar to those of traumatic 
brain injury, it is the risk or reoccurrence and progression of condition that makes 
the experience of PwBT different to those with traumatic brain injury. Further, 
brain tumour differs from other types of cancer, since PwBT display decreased 
cognitive and executive functions that extensive therapies may seldom help re­
gain (Fox & Lantz, 1998). Therefore, research needs to be more targeted and 
steered towards PwBT when it comes to their experiences with employment.
The current study aims at providing PwBT, those immediately affected 
by the health condition, the opportunity to share their experiences on returning to 
work in their own words. The objective of this study is to allow PwBT to talk 
about what it is like being diagnosed with brain tumour, the changes that diagnosis 
has brought upon their lives, their communication with OHPs and their return to 
work. Therefore, the research will ask: 1) what is it like being diagnosed with
131
Chapter 5
Study One: People with Brain Tumour
brain tumour? 2) what is it like attending occupational rehabilitation services?, 
and 3) what is it like contacting the employer and returning to work?
This study will adopt the Interpretative Phenomenological Analysis (IPA) 
method to conduct and analyse interviews, as developed by Smith (2009). As 
discussed in Chapter 4, IPA allows the researcher to investigate processes, 
experiences and events {phenomena) that hold particular significance and meaning 
for participants and create detailed and in-depth descriptions of them, based on the 
researcher’s own interpretations. This method is interested in the subjective and 
personal accounts of individuals, rather than objective statements. Put simply, the 
researcher who employs the IPA method takes the participant’s point of view by 
asking “what is it like to...?”. A research study following IPA guidelines is 
considered a dynamic process, since the researcher’s conceptions are required in 
order to interpret events and experiences shared by the participant in the interview 
context {interpretative'. Smith & Osborn, 2009).
5.2. Methods
5.2.1 Sample
IPA uses the strategy of purposive sampling, which follows that a group of 
people, for which the topic under investigation is of particular personal 
significance, is recruited. Therefore, this study aimed to recruit people who were 
diagnosed with brain tumour and managed to, or were in the process of, returning 
to work. This was the only criterion applied for participation; the type of tumour, 
time since diagnosis, type of employment and other demographic characteristics 
did not serve the purpose of the study, therefore were not introduced as inclusion 
criteria.
Participants were recruited through contacts with charities that support 
return to work for people with neurological conditions, and through online 
invitations in social networking sites, particularly in groups created by PwBT for 
offering each other support and information. An information sheet and consent 
form (see Appendices 1 and 2, respectively) were posted or emailed to individuals
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who expressed interest in participating. Six respondents agreed to take part. These 
were five women and one man, working either in the educational, public or 
private sector. One was self-employed at the time of the diagnosis. Their age 
ranged between 37 and 58 years old. Their jobs included accounts and logistics 
manager, receptionist, beauty therapist, counsellor, administrator and PE teacher. 
Of the six participants, three had returned to employment but to different job 
positions than the ones held prior to diagnosis, two had chosen not to return to 
employment and one had returned to their previous job position. Participants’ 
characteristics are summarised in Table 1.
Table 1: Participants’ characteristics.
Participant Gender Work role Work status
“Alexa” 42 Female Account and logistics 
manager (private 
sector)
Returned to a different job position 
and to a different job role 
(switched from the private to the 
public sector)
“Catlyn” 58 Female Counsellor (private 
sector)
Not RTW
“Daphne” 37 Female Receptionist (private 
sector)
Returned to a different job position 
but to the same job role
“Melanie” 47 Female Beauty therapist (self- 
employed)
Not RTW
“Emma” 54 Female Administrator (private 
sector)
Returned to a different job position 
and to a different job role 
(switched from the private to the 
public sector)
“Lucas” 39 Male PE teacher 
(educational sector)
Returned to the same job position 
and role
5.2.2. Ethical considerations
Since the population used for this study was considered vulnerable, a 
favourable ethical opinion from the University of Surrey’s Ethics Committee was 
sought and received.
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5.2.3. Procedure
The respondents who agreed to participate were given the choice of having 
the interview either face-to-face or by phone. Open-ended questions in a semi­
structured interview were used (see Appendix 3) that would allow the researcher 
and the participant to engage in a dialogue, with the participant raising issues that 
were important to them and the researcher exploring these issues in more detail, 
but still subtly directing the interview towards the topic of interest (Smith & 
Osborn, 2009). The questions focused on their understanding of brain tumour, on 
life before and after diagnosis, on their experience with occupational health 
services, their contact with employers and return to work. During the interviews, 
questions were used as prompts for clarification purposes or whenever the 
participant raised an issue unanticipated by the interview schedule. The interviews 
were recorded and the participants were reassured that the recordings would be 
stored in a safe place and dealt with in the strictest confidence.
Finally, credibility steps were taken throughout the study (Yardley, 2000). 
These were discussed in Chapter 4, section 4.6.2.
5.2.4. Reflection
As described in Chapter 4, the core of the IPA method lies in the 
interpretation of the participant’s experience with the implication of the 
researcher’s own presuppositions about the phenomena in question (Willig, 2008). 
Thus, the researcher explores and gains a better understanding of the lived 
experience of the participant, as well as the interaction formed between them in 
the interview context. What was noticeable in the present interviews was that the 
researcher was expecting the participants to focus their story-sharing on the topic 
in question: employment. This is reflected in the literature review conducted prior 
to the interviews, which focused solely on employment and contact with OHPs. 
Unexpectedly, however, the participants seemed to be feeling comfortable sharing 
stories from various aspects of their lives, directly or indirectly linked to their 
employment after brain tumour. In that way, stemming from the dialogue and 
conversation-like interview, an overview of each of their lives was formed and the
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role, significance and effects of brain tumour within their lives were ultimately 
defined.
5.2.5. Analysis
All interviews were transcribed verbatim. Following IP A guidelines 
(Smith & Eatough, 2006; Smith, 2009), as described in Chapter 4, the left-hand 
margin was used for initial comments, thoughts and annotations on anything that 
struck as interesting or important in the participant’s story, forming, thus, initial 
themes. The next step required the transformation of the initial themes into 
meaningful clusters of themes at the right-hand margin of the transcript. The 
clustering was done with the use of psychological or higher-level terminology that 
captured the overall meaning of the clustered themes, but still referred to what the 
participant said. Following this, the clustered themes were closely examined to 
identify any interconnections. Some would stand on their own as a distinct theme, 
while others would be clustered together to form a new sub-ordinate theme under 
a higher-level label.
The final step was to create a table of themes, which included the sub­
ordinate themes, the clusters of themes that formed them and quotes from 
interviews that served as an example. This process was followed separately for 
each of the transcripts, without the themes of the first transcript influencing or 
interfering with the analysis of the following transcripts. This strategy allowed the 
recognition of new emerging themes and the way these were similar or different to 
those previously found. After this step was completed, and the higher-level 
themes of each transcript were identified, they were all refined and compared, 
forming thus superordinate themes that would convey the overall meaning and 
experience of returning to work following brain tumour.
5.3. Results
Three superordinate themes regarding the experience of returning to work 
after brain tumour were identified following data analysis. These themes are 1)
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reacting upon brain tumour diagnosis, 2) managing changes in employment and 
3) coping with the effects o f  brain tumour in everyday life. More specifically, 
while sharing their experience of returning to work after brain tumour, participants 
referred to their feelings and reactions following diagnosis; the perceived changes 
in their employment status; and the overall impact their brain tumour has had on 
their lives. Evidently, the themes are directly or indirectly linked to employment. 
Furthermore, each of these themes is comprised of sub-ordinate themes that add to 
their meaning (see figure 1). For the purpose of this section, the participants’ 
identities will be protected with the use of pseudonyms.
Reacting upon brain tumour 
diagnosis
Late/misdiagnosis 
tumour" vs. "cancer" 
Knowledge on brain tumour
Coping with the effect 
of brain tumour on 
everyday life
anaging changes in 
employment
Making the decision to RTW 
Disclosure of brain tumour 
Supported by employer 
Advice offered by OHPs 
Feelings on RTW
Life before and after 
diagnosis 
Invisibility of brain tumour 
Support from surroundings 
Social comparison 
Raising awareness
Figure 1: The three super-ordinate themes and their sub-ordinate themes that 
defined the experience of returning to work of people with brain tumour.
5.3.1. Reacting upon brain tumour diagnosis
This theme is revolved around the participants’ immediate reaction upon 
hearing the news of the brain tumour diagnosis, as well as their subsequent actions 
(physical or cognitive) as a result of brain tumour. Their reaction was influenced
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by a late or misdiagnosis, the terminology used by the doctor to communicate the 
diagnosis and their knowledge on what brain tumour entailed.
5.3.1.1. Late/m is diagnosis
Almost all participants revealed that doctors and medical professionals 
made several mistakes when it came to diagnosis, which in turn impacted on their 
physical and mental capabilities and, thus, their work. They either felt ignored by 
doctors or were referred from one specialist to the other, losing thus precious time, 
until realising the real cause of their symptoms. They all described that their initial 
reaction upon diagnosis was shock and devastation.
“It was very scary being diagnosed with brain tumour the first time 
around. I  knew something was wrong but it took 18 months to diagnose 
and it was only because things were getting worse that I  persisted [...]. No 
one seemed to take notice o f what I  was telling them. It took a long time for  
them to take notice o f what I  was saying and get an MRI and once I  had 
the MRI, it was a shock[...]. I t ’s important to get an early diagnosis [...], 
it wouldn ’t have such an impact on our day-to-day and working life ” 
("Alexa").
“[Being diagnosed with brain tumour was] devastating. [...] I ’ve been 
feeling really odd all day [...], my doctor said it sounded like migraine. 
[...] The optician thought it was chronic migraine. I  had various tests all 
through 2011 fo r chronic migraine but none o f the tablets seemed to work 
and I  just fe ll more and more unwell. [...] I  went to see a neurologist in 
early 2011 and said ‘well, I ’ll send you fo r a scan but I  too believe that i t’s 
chronic migraine ’, because I  had no lack o f sensation, I  was fairly 
coherent and so my scan was after six weeks, there was no urgency to it” 
("Catlyn").
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They all described that the symptoms they experienced were masked or 
vague and therefore did not think that brain tumour could be the cause, but had, 
however, a feeling that something was wrong.
“[My brain tumour] was found through a routine eye examination so I  
didn ’t really have any obvious symptoms. [...] It seemed a ridiculously 
long process to get [to the diagnosis]. I  had a problem fo r several years 
because o f the tumour but the symptoms were too vague to point to that 
direction. It needed to get to the point where it became visible to my 
optician before anybody knew there was something going on ” (“Emma”).
Participants felt that the late or misdiagnosis by the doctors was what 
caused the detrimental effects of brain tumour and that, had it been diagnosed 
sooner, they would not have been in the condition they currently were. A late or 
misdiagnosis had also impacted on their re-employment process and their working 
abilities. Participants seemed to have wasted precious time, not because of their 
late reaction to their symptoms, but rather the lengthy referrals from medical 
professionals.
5.3.1.2. “Tumour” vs. “cancer”
The terminology used by the doctor to communicate the diagnosis of brain 
tumour to the participant had an effect on their initial reaction to the news. Many 
recalled that they did not understand the severity of the situation because they did 
not understand the meaning of the terms the doctor was using.
“[The doctor said] ‘we found a lump ’ and I  thought yeah, what’s a 
lump? you know, I  thought like a knock to the head. And my sister said ‘a 
lesion ’ and I  never heard that word before, but [the doctor] would not say 
that word, ‘tumour’, he would not say it, and I  can’t remember in the end
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i f  my sister said it but suddenly I  understood and I  was completely 
hysterical and Iju st kept screaming ‘don’t let me die, don’t let me die’” 
(“Melanie”).
A participant also suggested that the words used to describe their condition 
do not represent the full extent of its seriousness, which leads to misconceptions 
on behalf of the general public.
“Personally I  don’t like the word ‘tumour’ because it implies that it can be 
removed. [...] When I  was diagnosed I  was like ‘well, they’ll remove it, I ’ll 
have some treatment and then I ’ll be back to normal’, but i t’s not always 
like that. After I  had my biopsy it was actually about six weeks later that 
somebody actually said ‘you do know this is cancer? ’. Because i t’s a 
tumour, i t ’s like a lump! You know, tumours are not associated instantly 
with cancer. [...] [The word cancer] makes other people realise the 
severity o f it. Because everybody is aware that people die o f cancer, people 
are not aware that people die o f tumours. A tumour can be treated” 
(“Catlyn”).
It seems that the words used to communicate the diagnosis held an 
emotional burden which impacted on the participants’ reaction to the news that 
they had brain tumour. The significance of the doctor-patient communication 
within a medical context and how a new reality is being created between them 
with the use of commonly-understood discourse is also revealed
5.3.1.3. Knowledge on brain tumour
The level of the participants’ knowledge on brain tumour and its 
consequences had an impact on their reaction to the news of the diagnosis. Most
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participants reported that they did not know what brain tumour entailed or had any 
previous experience with it, but were willing to find out and get a clear idea.
“There was shock and I  can just remember the silence in the car coming 
back home. [...] Obviously to think, having no previous symptoms, that 
you have a brain tumour is kind o f the last thing on your mind to ask. I  
don’t know what my expectations were i f  I  did have a brain tumour, how it 
affects you, I  never knew anybody previously that had suffered” 
(“Daphne”).
“I  have a meningioma which is the type that arises from the meninges so I  
did my own research on that but then became involved in some o f the 
online support groups and as a result o f that I ’ve done more research and 
learned more about the other types ” (“Emma”).
It also appears that lack of knowledge or previous personal experience 
with brain tumour might have buffered their reaction to the news of their 
diagnosis and the way the doctor communicated the news.
“[The brain tumour diagnosis] was so new to me that I  didn’t really know 
what that particularly meant. I t ’s only now, since doing research, a lot 
more research, because it’s something that’s affecting me, that I  could 
realise how serious it could have been. [...] Had I  realised how serious 
level 4 cancerous tumour would have been, i f  I  had known that and being 
told I ’ve got a brain tumour, I  would have been in a far more panicky 
state. Because I  had so little knowledge o f what it was, it didn’t affect me 
too much ” (“Lucas”).
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5.3.2. Managing changes in employment
The second theme involves the changes in employment status experienced 
by participants after brain tumour. All participants talked of change, whether this 
referred to changing careers, returning to the old workplace but in different 
position, or not returning to work at all. The main cause of the changes was the 
physical and cognitive effects the brain tumour had on them, as well as the 
treatment methods they were following such as radiation treatment, chemotherapy 
and use of drugs. Issues frequently reported by participants as impacting on their 
job performance were headaches, fatigue, visual problems, hearing loss, speed 
issues, accuracy issues and lack of concentration. What had also influenced their 
employment status was the support they received from their employer, the 
decision to disclose their health condition at work and the help offered by 
occupational health professionals (OHPs). Their feelings on return to work were 
also expressed.
5.3.2.1. Making the decision to return to work
Four of the six participants returned to work, either by going back to their 
old job position or by choosing a different career path. They all explained the 
significance of employment and the reasons they felt inclined to work after brain 
tumour diagnosis.
“We got to the point where I  think I  started to look fo r  another job for  
financial reasons, because o f things going up and with the kids, we got to 
the point where I  needed to go and get more pennies ” (“Daphne”).
“[Work] took my mind o ff things, you see? [...] I t ’s made worse i f  you sit 
at home stewing about it, whereas i f  y  ou do something that could take your 
mind o ff it, then that could help you a little bit. So work was a good way o f  
taking my mind o ff it” (“Lucas”).
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Reasons for returning to work included both personal (e.g. feeling capable, 
productive and useful, and using work as a distraction) and external aspects (e.g. 
financial security). Two participants, however, did not go back to work because of 
the severity and the effects of the brain tumour. It seems that the type of brain 
tumour and its detrimental effects on their health had affected their personal lives 
and their everyday decisions. Particularly for “Catlyn”, it appears that she engaged 
in a process of weighing the pros and cons of returning to work and negotiating 
the importance of work in her life.
“I  can’t do that work anymore, it’s too hard. [ ...] !  can’tperform as I  used 
to and you ’re dealing with human beings and i t’s not like dealing with 
inputting figures. You ’re dealing with people’s emotions and issues and I  
had enough issues and problems o f my own to try to get through ” 
(“Catlyn”).
5.3.2.2. Disclosing the brain tumour at work
All participants (apart from the one who was self-employed) responded that 
they immediately informed their employer of the brain tumour diagnosis. The 
reasons for disclosing varied among the participants, and included being honest 
with employers, receiving workplace accommodations and not risking losing the 
job position.
“/  did tell [the employer], I  kept it all honest and was straight with him 
with what was going on and obviously because he needed to know too ” 
(“Daphne”).
For two participants, there was also the issue of revealing their health 
condition to future employers.
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“I ’m going to lookfor something part-time with more regular hours, but 
I ’m going to put myself into all these issues like ‘do I  tell them, do I  not tell 
them? ’[...] My own thought is that [...] i f  you think it will have an effect 
on the job yo u ’re doing, then you have to tell them, because i f  you don’t, 
you are less likely to get help later and you might also lose your job  
because you haven’t told them something that directly affects it”
(“Emma”).
“I f  I  try to get another job, I  would be concerned about [the eye sight 
problem caused by brain tumour]. I f  I  went to a school and... you don’t 
have to declare that you have an illness I  gather, so I  don’t say that I  have 
a brain tumour, I  ignore that, but they say to me ‘right, you ’re going to 
drive to fixtures, is that OK? ’ well actually no, because I  can’t drive a 
minibus. A PE teacher not being able to drive a minibus is not the best
thing” (“Lucas”).
It seems that participants entered a process of deciding whether to reveal 
their brain tumour or not to employers largely because of its invisibility. This 
merits an effort from the PwBT’s part to explain their condition and its 
accompanying deficits, which may not be easily detected (e.g. cognitive issues).
5.3.2.3. Supported by the employer
All participants (apart from the one who was self-employed) stated that, 
upon hearing the news, their employers held a supportive stance. This included 
showing interest in the progression of their condition, visiting them in hospital, 
giving them enough time to return to work and accommodating them in the 
workplace. For some, this support was long-term, while for others it soon faded 
away.
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“When [the employers] heard the news they were very supportive but then 
obviously when they realised the implications... because I  said to them 
prior to the surgery I ’m going to be deaf, we ’re going to have to make 
some sorts o f adjustments fo r  me ’, and then when I  wanted to go back, that 
was it, that’s when it all changed. [...] They went out o f their way to make 
my life really awkward. They moved my desk from a nice corner right into 
the centre o f the office and right by the photocopier so I  couldn ’t hear 
anything. [...] The staff was told not to really talk to me, because obviously 
they wanted me out, because they thought I  was going to be a liability. [...] 
I ’m currently working for social services and the cancer council, they 
know about their legal obligations and all sorts o f things and all o f them 
have been very very supportive, so that’s completely different to my old 
job. They ’re all geared up to keeping people in work, which is great! ” 
("Alexa").
“The school was very supportive, as I  hoped it would be. [...] I  didn’t ask 
fo r  [workplace accommodations] and i f  I  had askedfor it, would probably 
being given it but I  didn’tparticularly want it. [...] When I  eventually 
came back to school and I  can’t drive a minibus, we solved the problem by 
all the games I  play are automatically going to be played at my school” 
(“Lucas”).
The employer’s experience with brain tumour seemed to have influenced 
the support offered in the workplace, according to “Emma”.
“The speed issue became obvious with that [job]. I  left because the 
company were difficult to work with, [...] so it became apparent that they 
used that as an excuse to end my contract. My current manager, when I  
went to speak with her, it turned out that she also had a meningioma [...] 
so she has more understanding o f what i t’s actually like going back to
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work with one. [...] From the point o f view o f the brain tumour, she’s 
absolutely fine and very supportive” (“Emma”).
The lack of support on behalf of the employers appeared to be a main 
reason for PwBT leaving their jobs and looking for a supportive workplace 
environment. One factor that facilitated their re-employment process was the 
personal experiences of the employers with brain tumour, which seemed to 
influence their attitudes towards the employee with brain tumour, as “Emma” 
described during her interview.
5.3.2.4. Advice offered by OHPs
Participants were asked whether they requested or were offered help or 
advice by occupational health professionals on returning to work. Surprisingly 
enough, none of the participants was aware of the type of help that OHPs could 
offer, therefore had no communication with them. Reasons for that could include 
the company’s policies, the participants deeming that such help was unnecessary 
and lack in provision of services by OHPs.
“There was no occupational health within the company and the company, 
as I  said, was quite small. The two guys that ran it didn’t believe in health 
and safety, didn’t believe in occupational health, didn’t have a union 
involved at all and things were done their way or not at all. [...] I ’m 
currently working fo r social services and they have such a good back up 
on occupational health” (“Alexa”).
“After the operation and things I  had a few  phone calls about i f  I  wanted 
any help, any counselling, or anything like that, but I  don’t remember 
anything else being offered. [ .. .] !  didn’t really know what was out there. 
There are still things that I  don’t ” (“Daphne”).
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“Because [the permanent visual problem] wasn ’t considered serious 
enough, I  haven’t been offered anything. [...] I ’m not aware o f anything 
that would have been available. The only thing I  asked for was help with 
returning to work and when I  eventually managed to see somebody, it was 
a short appointment, they looked at my CV and said ‘that’s fine, I  don’t see 
why you ’re not getting interviews ’ ” (“Emma”).
For the two participants who did not RTW, receiving help and support 
from OHPs was not something they needed at the time. However, they did not rule 
out the idea of asking for OHP assistance in the future.
53.2.5. Feelings on returning to work
The four participants that returned to work perceived employment to be a 
positive aspect in their lives that made them feel “normal” again. They felt lucky 
enough to be given the opportunity to display their capabilities in the workplace 
and feel productive.
“[Working again] is great! I  mean, in this day and age, it’s not that easy 
to get a job and Fm being quite fortunate. The only physical problems I  
have is some problems with my face and i f  I  get very tired I  have some 
balance issues but apart from that, my brain is still working fine, Fm still 
able to do my job, so Fm quite lucky that Fm now with the social services 
department and they will support me through it” (“Alexa”).
“I  just want to try and keep things as normal all the time as I  can and 
carry on as normal as I  can and help bring some pennies and not use [the 
brain tumour] just to rely on my husband and do nothing. I  can’t do that, 
that would drive me crazy. I f  Fm alright to get up and go out and meet 
friends and have a cup o f tea and have some cake and chat, then I ’m
146
Chapter 5
Study One: People with Brain Tumour
alright to work a few  hours and ear some pennies. I  would much rather do 
that” (“Daphne”).
‘‘[Working again] is great, I  can’t describe it, when I  started to realise 
what I  could have been going through. I  like to let people know that I ’m so 
lucky and i t’s great to be operating normally” (“Lucas”).
Going back to work was an aspect in the participants’ post-diagnosis lives 
that allowed them to demonstrate their capabilities to their social environment and 
to maintain a sense of normality in their everyday life routine. One of the two 
participants who did not return to work, however, had to decide whether returning 
to work at that particular stage was the best move for her. An aspect that impacted 
on her decision was the severity and residual effects of her brain tumour. The 
following extract suggests that brain tumour type and prognosis could have a 
profound impact on the decision, as well as the ability, to RTW.
“To be very frank, I ’ve been given about 8 years, so it’s a thing o f ‘do I  
want to work through that or, when I ’m actually feeling better, do I  
actually want to go and see things and experience things? ’. That’s a very 
difficult question because, again, it would need to be something that I  
wanted to do. It can’t just be any job. I  would love to feel useful again ” 
(“Catlyn”).
5.3.3. Coping with the effects o f brain tumour in everyday life
As expected, brain tumour brought about many changes in participants’ 
everyday lives, which extended beyond the workplace and employment status. 
When asked, they all gave a detailed account of how their lives took a different 
turn following diagnosis. These changes were made evident while referring to 
their lives before and after the diagnosis; the social comparisons they found
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themselves engaging in; the support received from their social environment; and 
living with an invisible health condition. Some participants wanted to use their 
health condition to help other people in similar situations and make more people 
aware of what it is like being diagnosed with brain tumour.
5.3.3.1. Life before and after the diagnosis
Participants expressed that they experienced changes in their everyday life 
since diagnosis. These changes were corporal (problems with sight or vision, 
fatigue, poor memory, difficulty in concentration), as well as emotional. The brain 
tumour was an event in their lives that caused changes in their attitudes, ways of 
thinking, behaviour, habits and reactions. These changes were perceived as either 
positive or negative. For “Alexa” and “Lucas”, in particular, brain tumour was 
perceived as an event that allowed them to appreciate their lives more and drove 
them to experience new things.
“[Before the diagnosis] you just worry about day-to-day things. But when 
you get the diagnosis, then you think ‘hmm, well, live fo r today, because 
you never know what’s around the corner’. [...] [The brain tumour] is 
something that’s gone now and I  just want to get on with my life, just get 
back to being a productive member o f staff again. [...] Although now I  
have a long term condition, i t’s not affecting my life in any way. [...] You 
have to think, you ’re only here once, you ’ve got to enjoy it and who knows 
what’s around the corner” (“Alexa”).
“I  wanted to carry on with life, I  wanted to be positive. I  didn’t want to be 
negative about [life after brain tumour], I  didn’t want to be sitting at home 
thinking what could have happened, because I  was worried that that could 
have put my whole body in negative feeling. I  didn’t want that so I  wanted 
to be always positive and that was a help ” (“Lucas”).
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For “Catlyn” and “Melanie”, however, their health condition brought about 
many changes for which they were unprepared. Although “Catlyn” attempted to 
value these changes, it seems that she has lost hope, while “Melanie” appeared to 
be struggling with the aftermath of her diagnosis, by describing the difficulties she 
faced every day.
“I  can only go from one day to another. I  start each day thinking ‘today 
will be better’. Sometimes it is, sometimes i t’s not. I  can’t plan anything at 
the moment, because I  can’t see an end to it and the only end I  see in it is 
death ” (“Catlyn”).
‘‘[Before the diagnosis] I  suffered from depression. Mood swings, 
tiredness to the point where I  couldn’t work fo r myself anymore. [...] I ’m 
just toned down all the time, I  mean, I  just want to sleep all day long. The 
drugs give me horrendous nightmares, so I ’m awake all night and sleep all 
day. I ’ve lost all my confidence. [...] I  tend to live brain scan by brain 
scan. [...] The other emotional issue I  had was when I  went in the hospital 
I  was a size 8 and I  had the steroid therapy afterwards and within eight 
weeks I  got up to size 18. Andfor that reason, I  also wouldn’t go out o f the 
house. Can you imagine jumping from a petite size 8 to an 18? Oh my 
God, I  wouldn’t let anyone see me, i t’s disgusting, absolutely disgusting! ” 
(“Melanie”).
The extracts above make clear how the physical elements of brain tumour 
could have a profound effect on the psychological and emotional level of the 
individual, which, in turn, could impact on their decision to return to work. These 
issues highlight the need for a coherent provision of help and guidance from 
stakeholders, with specific focus on all aspects that could get affected by brain 
tumour, such as physical, psychological, emotional, social and/or cognitive.
149
Chapter 5
Study One: People with Brain Tumour
53.3.2. Invisibility o f brain tumour
A  factor that influenced participants’ way of coping with the changes they 
came across as a result of brain tumour was the hidden nature of their health 
condition. Participants suggested that their social environment would have found 
it easier to accept the detrimental effects of brain tumour had there been a 
noticeable scar or wound, evident of a serious health condition. The fact that the 
brain tumour was hidden has led to issues with their social groups.
“There is this pressure that sometimes you think you are malingerer 
because you look OK. Especially once your hair starts growing back in 
and the scars are hidden, you know, you can look good and people say 
‘Gosh, you look welT. Yes, but I  don’tfeel it” (“Catlyn”).
“I t ’s the worst thing, you know, you feel well enough from the outside, 
people don’t think there’s anything wrong with you ” (“Daphne”).
“Sometimes [the brain tumour] can affect you slightly, other times, 
although it might seem like there’s nothing wrong with you, it might 
disable you in some way. [...] when I  say ‘actually, my brain tumour 
damaged my eyes ’, [my friends] forget that I  had a brain tumour because I  
don’t have any o f the serious disabilities that I  could have had. [...] I f  you 
look at me, you don’t know that I ’ve got [brain tumour]. The only way you 
could actually see that I  had an operation in my head is i f  I  show you the 
side o f my head where my hair is short and the scar is noticeable. I  point it 
out so that people can see it, but i f  I  never point it out to you, you ’11 never 
know I ’d  had an operation in my head” (“Lucas”).
The social environment of the participants seemed to perceive them as 
“normal” due to lack of visible signs of brain tumour. This has put a reasonable
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amount of emotional strain on the individuals, because they were expected to act 
and appear as normal as possible. It could be that this notion is linked to the social 
environment’s lack of knowledge on brain tumour and what this health condition 
entails.
5.3.3.3. Support from social environment
During the course of the interview, participants mentioned the help and 
support they received from their social environment, such as family, friends and 
support groups, which allowed them to not only cope with returning to work, but 
also adjust to the effects of their health condition.
“I  think people who had their own experience o f health issues are more 
understanding even i f  i t’s not the same health issue. It just so happened in 
my case with my manager, it was the same. [...] When you go to support 
groups, there’s actually the opportunity to speak to other people who’ve 
already been through the experience. That would be a huge help ” 
(“Emma”).
“My parents lived abroad and because o f the seriousness o f [the brain 
tumour], my dad came back so he was with us the whole time. [...] so with 
my dad in I  knew that there wasn’t a financial issue anymore because my 
partner was back to work as normal. [...] my dad was able to be around 
and help me, he was helping me get along and driving me around and 
things like that, so it was a big help ” (“Lucas”).
As “Emma” stated, it could be that the people who are the most willing to 
provide support to PwBT, other than family members, are those who have had the 
same or similar experience and who understand and appreciate the difficulties that 
arise because of brain tumour. “Emma’s” employer helped her adjust to her
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workplace environment because she was diagnosed with the same brain tumour 
type as her. “Catlyn”, on the other hand, referred to lack of support and how this 
influenced their way of coping with brain tumour and treatment.
“I  have really goodfriends but I  live on my own, I  don’t have a family, I  
don’t have a partner and maybe that would be different as well i f  you had 
somebody to take the strain from you but... having to ask my neighbours or 
my friends for a lift or having to rely on hospital transport it’s... actually, 
every day is a struggle and in regards to actual work, I  don’t need any 
more struggle ” (“Catlyn”).
Relying on friends to help with transportation is not something “Catlyn” is 
comfortable doing and considered that not having a family could make the brain 
tumour experience more difficult. The lack of family support seemed to have been 
added as a reason for not returning to work quite yet.
5.3.3.4. Social comparison
Another coping strategy used by participants was engaging in a process of 
social comparison between them and others, either healthy or ill. Specifically, 
since being diagnosed with brain tumour, some participants found themselves 
thinking what could have been by comparing themselves to more severe cases. 
They also made comparisons between them as people with brain tumour and 
people in their social environment with no serious health problems.
“Sometimes going to work with the job that I  do and listening to other 
people and their demands on things, I ’m like ‘hmm, you should try having 
what I ’ve got”. [...] Sometimes when I  meet with friends or family they say 
to me ‘oh, I  can’t remember that’ and then I ’m like ‘at least I ’m not alone,
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there’s nothing wrong with these people but their memory is just as bad’” 
(“Daphne”).
“I  often compare to what other people with more aggressive tumours have 
to deal with and Iju st accept fo r  the way it is now ” (“Emma”).
“I  got myself into hospital and I ’m obviously put into some serious ward 
with severe cases. [...] And I  had nothing wrong with me! As fa r  as I  was 
concerned, I  was totally and utterly able. Yes, there was something in my 
head that it shouldn ’t be there but it wasn’t affecting me. So maybe that 
also didn’t make me realise how serious it had been. [...] Someone in my 
school was talking about the unlucky Chinese lady that had been on [a TV 
documentary on brain tumour] and was told that she had a month or so 
and that there was nothing they could do about it. I  mean, I  don’t even 
want to think about what I  would have done i f  that would have happened. I  
just don’t know what I  would have done. That thought is different” 
(“Lucas”).
This coping strategy could act as a way of offering a sense of relief for the 
individuals, since their difficulties seemed to be minimised once compared with 
the health condition of less fortunate others. It could be suggested that the 
comparison strategy led to better adjustment to brain tumour and increased their 
sense of normality and, thus, their sense of capability in the workplace.
5.3.3.5. Raising awareness
Having being diagnosed with brain tumour, participants considered that 
there needs to be more knowledge and public awareness about brain tumour. 
“Emma”, for example, mentioned the absence of brain tumour as a separate 
category of health conditions in medical questionnaires of organisations. This lack
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of knowledge could have an influence in the social environment’s reaction 
towards PwBT.
“You don’t see the actual facts o f treatment and the actual facts o f what 
happens are not out there. And I  think this also needs to be made more 
aware to managers, to HR people and also the resulting side-ejfects ” 
("Catlyn").
“I  would love to see something like workshops set up fo r people wanting to 
return to work, because I  think that’s something that’s missing from the 
support that’s offered. Because I  have filled in medical questionnaires in 
several organisations where I  applied to fo r  work and [brain tumour] 
doesn ’t even f it  in the questions, I ’ve always had to put it on as ‘any other 
thing ’ they would ask about. They ask about the usual things you would 
expect but they don’t even ask about neurological problems, which would 
cover brain tumours ” (“Emma”).
Most participants were willing to use their experience and talk to others 
about what it is like being diagnosed with brain tumour, in the hope that PwBT 
will feel supported and the general public feel comfortable asking questions about 
brain tumour. “Lucas”, in particular, expressed that he would like to become a 
reference point for people diagnosed with brain tumour. By expressing their own 
feelings on what it is like to be diagnosed with brain tumour, individuals could 
adjust better to their health condition.
“I f  someone said to me ‘can you come and give a talk to a group o f people 
about what i t’s like to experience [brain tumour], what happened, how it 
was discovered’, I ’d be more than happy to do that sort o f thing. And make 
people say ‘oh, that’s Mr X, he’s quite a f it  bloke and he’s had [a brain
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tumour] to make people aware o f it, you see? I ’m always talking to 
people about it, I ’m always going to do that. [...] i f  I  can actually be a 
help fo r anybody who’s unfortunately experienced anything like that, they 
would know that ‘oh, there’s Mr X, he might be able to give some ideas ’, 
that’s the sort ofperson I ’d  be more than happy to be” (“Lucas”).
5.4. Discussion
The current study aimed to investigate the experiences of people with 
brain tumour when returning to work. The analysis of interview data, guided by 
IPA recommendations, identified three themes and indicated that the experience 
of employment after brain tumour was influenced and shaped by the PwBT’s 
reaction to the diagnosis, the changes in their employment status and the coping 
strategies they employed in everyday life. The three themes are comprised of sub­
ordinate themes that exemplify their super-ordinate status (see figure 1). Each of 
these themes is directly or indirectly linked to return to work, demonstrating that 
employment is not segregated, but rather a phase intertwined with all aspects of a 
PwBT’s life. The results will be discussed in relation to the theoretical framework 
(discussed in Chapter 3) adopted for the present thesis: return to work following 
brain tumour is a subjective and unique embodied experience, shaped by 
individuals’ social interactions. This phenomenological approach will be reflected 
in the researcher’s attempt to interpret the subjective experiences of PwBT on the 
re-employment process and whatever it entailed.
5.4.1. Reacting upon brain tumour diagnosis
The first element that shaped the experience of RTW after brain tumour 
was the PwBT’s reaction upon diagnosis. As was expected, the participants’ 
feelings upon the “sudden” diagnosis included shock and devastation. Evidently, 
their reaction was determined by their diagnosis being late or missed by doctors, 
by the communication they had with the doctor and their knowledge of brain 
tumour.
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When it comes to late or misdiagnosis, several participants reported that, 
because of the vague symptoms experienced, neither they nor the medical 
examiners thought the underlying cause could be something as severe as brain 
tumour. They did, however, have a feeling or an intuition that something was not 
right, which compelled them to visit the doctor. Participants felt ignored by health 
professionals and that they wasted precious time because of lengthy referrals, 
causing, thus, a domino effect. This time-consuming process, with doctors failing 
to identify the cause of the symptoms early on, allowed the brain tumour to take 
its toll by maximising its detrimental effects on their physical and cognitive 
abilities, and affecting their performance at work as an aftermath. This 
phenomenon made participants stress the importance early diagnosis has on the 
successful return to employment. It is worth mentioning that the delay was not 
caused by the PwBT’s late reaction to their symptoms, but by the lack of 
appropriate attention their symptoms received by medical examiners. This finding 
comes in line with Owsworth et al.’s study (2011), which revealed that their 
participants’ early diagnosis was impeded by the long process of referrals and 
misattribution of experienced symptoms.
The emotional burden that words carry had an impact on the participants’ 
reaction to their diagnosis. Interestingly enough, the impact of their 
communication with the doctor was evident when referring to their diagnosis. The 
common issue expressed by participants was the words used to reveal the brain 
tumour diagnosis and whether or not they were appropriate for their condition. For 
example, one participant reported that it was the word “cancer”, rather than 
“tumour”, that made her realise the severity of her condition. Another participant 
stated that it was not until the doctor said that what they have found was 
“tumour”, and not “lesion” or “lump”, that she actually understood her condition. 
This reveals that doctor-patient communication is of major importance when 
revealing a brain tumour diagnosis to the individual.
As Friedrichsen, Strang and Carlsson (2002) argued, using the word 
“cancer” in a straightforward way allows the person to get a clear message of the 
severity of their health condition, as well as get them prepared for possible 
treatment plans and adaptations. It is for the benefit of the individual that
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euphemisms such as “tumour” are avoided, because, although the word “cancer” 
can cause increased feelings of anxiety during consultation, it does not influence 
the psychological adjustment in the long term (Dunn, Patterson, Butow, Smartt, 
McCarthy & Tattersall, 1993; Ellis & Tattersall, 1999). It has also been 
demonstrated that the word “cancer” during consultation was linked to lower 
levels of depression at the initial stage of the diagnosis (Schofield, Butow, 
Thompson, Tattersall, Beeney & Dunn, 2003). This reflects the attention medical 
labels and accounts receive from professionals and lay people (Lafrance & 
McKenzie-Mohr, 2013), as discussed in Chapter 2, section 2.5.
The way participants reacted towards their diagnosis was influenced by 
their level of knowledge o f brain tumour. Participants expressed that their 
diagnosis was unexpected and sudden, partly because they were not aware of what 
brain tumour was and what it entailed. However, following diagnosis, they had 
their own research on brain tumour, wishing, in a way, to understand, control and 
cope with their health condition. This concurs with the findings of Edvardsson and 
Ahlostrôm’s study (2005), where it was reported that one of the coping strategies 
people diagnosed with low-grade glioma used was seeking more information on 
their condition. This coping strategy was also employed by participants in 
Ownsworth et al.’s study (2011).
Following the analysis of the different elements that shape a PwBT’s 
reaction upon their diagnosis, an association among them was revealed. For 
instance, the level of knowledge on brain tumour affected the reaction upon 
hearing the news of “tumour” or “cancer”. It was made clear that participants were 
lacking knowledge of what brain tumour was and therefore words like “tumour” 
or “lesion” prevented them from understanding the severity of the situation. 
Previous experience with brain tumour could be perceived as another factor 
impacting on knowledge and reaction, but participants of the current study did not 
reveal having any experience, personal or otherwise, with brain tumour. 
Nonetheless, Chapman, Abraham, Jenkins and Fallowfield (2003) reported that 
previous personal experience of cancer did not predict greater understanding of a 
cancer diagnosis. They also found that the majority of people receiving a cancer
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diagnosis did not understand the medical terms and euphemisms doctors used 
during consultation regarding diagnosis and treatment procedures.
5.4.2. Managing changes in employment
The four participants who went back to work faced a switch in workplace 
environments following their brain tumour diagnosis and/or treatment. This switch 
involved either returning to a previous job but with minimum hours, moving from 
one job to the other or changing career paths. Two participants, however, were in 
the process of deciding whether returning to work was the best move for them. It 
is safe to argue that changes in employment status are inevitable because of the 
nature of the brain tumour and its subsequent effects on the individual. The 
changes in employment for the particular participants were influenced by several 
factors, such as the decision to RTW, the disclosure of brain tumour in the 
workplace, the support received by the employer, the advice offered by OHPs and 
their feelings on RTW.
Throughout their interviews, participants revealed a variety of reasons for  
RTW  with a brain tumour. These included securing financial security, feeling 
useful and productive, demonstrating capabilities to their social environment, and 
distracting themselves from the reality of medical appointments and MRI scans. 
The participants who did not return to work were still contemplating whether or 
not it was the right time for them to RTW, since the aftermath of therapies and 
treatment was, among others, extreme fatigue, headaches and emotional issues.
For one of these two participants, the impact of the brain tumour effects on their 
job performance could have been profound. Therefore, the decision to RTW fell 
upon the individual, taking into account external (financial security) and internal 
(“feeling useful again”) factors during the process.
An issue brought up as influencing the participants’ employment 
experience was the decision to disclose the brain tumour in the workplace. All 
participants stated that they immediately revealed their diagnosis to employers. 
Reasons for disclosure included being honest with the employer, avoiding the risk 
of dismissal in case it was revealed at a later stage and securing benefits and
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workplace accommodations if/when needed. It could be that the dilemma of 
disclosing the brain tumour arose because it is a hidden condition, with no obvious 
external signs indicating it and its effects.
This finding is contradictory to that found by Wilton (2006), who reported 
that close to half of participants with disabilities did not reveal their condition to 
employers. The reason for this decision was to protect themselves from losing 
their current or future job position. Furthermore, another study has reported that 
people with non-visible disabilities were considered by external observers as more 
employable and liked when revealing the disability early in the interview rather 
than late (Roberts & Macan, 2006). It can be concluded from the literature that the 
act of disability disclosure, as well as its timing, are important in the employer- 
employee relationship.
The amount of support received by employers, managers or company in 
general was perceived by participants as an important factor that facilitated or 
inhibited their successful RTW. Overall, all participants felt supported by their 
employers. However, some stated that the support was superficial and short-term.
It seemed as though the lack of support from current employers had pushed some 
participants towards seeking and following different career paths, in an attempt to 
find workplaces that eventually offered the support they required. Once these 
supportive workplace environments were found, a number of characteristics were 
described as influential in the support of the employee.
First, the size (small vs. big) of the company determined whether or not 
they offered workplace accommodations and services such as occupational health 
departments or involvement with unions. Second, the type and nature of services 
(social services vs. corporations) influenced the amount of support offered. For 
example, one participant reported that she found more support and understanding 
from social services, because they held a more humanistic stance towards 
employees, as a general work philosophy. These two characteristics come in line 
with the findings of previous studies, which have concluded that bigger companies 
and the public sector offered more workplace accommodations compared to 
smaller companies or the private sector (Nowrouzi et al., 2009; Frazer et al.,
2010).
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Lastly, the personal or workplace experience of an employer with 
disability determined, to some degree, their attitude towards an employee with 
disability. As revealed by a participant, a manager with an experience of a 
meningioma of her own was more supportive and more willing to offer workplace 
adjustments. The influence of personal experience with disability and its effect on 
the individual’s RTW has been shown in previous studies (for example Putnam, 
2005). Research by Main et al. (2005), Parvatanemi et al. (2011) and Abma et al. 
(2013) also identified the importance of the employer’s support for the employee 
while working with disability.
An interesting finding was that participants did not request any guidance 
from OHPs while deciding to RTW. A number of reasons were recognized for this 
phenomenon. First, participants were unaware that occupational health services 
were offered. Several mentioned that they lacked knowledge on what such 
services entailed and how valuable they could be in their attempt to RTW.
Second, occupational health services were not offered by the companies in which 
the individual worked at the time of RTW. This also comes in line with the effect 
that the size and type of the company has on the support employees receive, as 
well as the company’s policies. Third, as expressed by “Emma”, the services were 
lacking and not as expected. “Emma” revealed that the only guidance she received 
from OHPs was on how to re-arrange the information on her curriculum vitae. 
Finally, participants who have yet to RTW stated that they were not at the point of 
requesting such help from OHPs, because they did not feel ready to go back to 
work yet.
Previous research has also identified the importance of occupational health 
services provision, as well as the lack of knowledge on behalf of the individuals. 
To illustrate, Yarker et al. (2010) found that cancer survivors, including PwBT, 
had no contact with occupational health departments, while others were unaware 
of the assistance they could provide them with. Furthermore, Rusbridge et al. 
(2013) came to the conclusion that individuals who were working at the time of 
the brain tumour diagnosis were more likely to RTW when attending an inclusive 
occupational programme (including individual assessments, workplace 
interventions and support) when compared with non-working individuals.
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However, it is interesting to note that the participants of the current study 
managed to RTW without the assistance of OHPs. This finding raises issues on 
the availability of occupational health services and the motivation of people with 
brain tumour to make use of them.
Participants ’ feelings on their RTW  were also identified as influential on 
their experience of employment. On the whole, the four participants who managed 
to RTW were satisfied and in several instances stressed how lucky they were to be 
able to work again. It can be inferred that a number of factors impacting on their 
employability underlie these feelings. For example, the positive feelings on re­
employment reveal that participants want to display that they have capabilities, 
which remained intact (in spite of their health condition) and which allowed them 
to work. They also reveal the individuals’ desire to return to normality and their 
attempt to remain active rather than passive. This sense of purpose derived from 
working was also reported by Lyons (2006) for people with cancer and Conneeley 
(2013) for people with traumatic brain injury. For the two participants who did not 
RTW, the dilemma lay on whether working was a situation worth going through 
while still dealing with the damaging effects of brain tumour, making, thus, 
evident of a process of prioritising. It seems that the meaning work holds for each 
individual impacts on their decision to RTW.
The research analysis identified that the components referring to the 
changes experienced in the workplace after brain tumour are interlinked. As 
mentioned earlier, the feelings individuals have on working served as an internal 
factor that influenced their decision to RTW, revealing in a way the meaning work 
had for them. A number of reasons were uncovered on why a person would make 
the decision to RTW and the impact their perceptions and feelings would have on 
this process. One of the reasons was financial concerns, and RTW was a way of 
helping their family financially and unloading the strain put on other family 
members. This is interlinked to a sense of usefulness and being a productive 
family and staff member.
Work was also a way of distracting the individual from the reality of 
medical appointments, scans and brain tumour treatments. This leads to another 
reason, that of feeling normal and active. Work was also used by participants as a
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way to demonstrate to themselves and to their social environment the capabilities 
they still possess regardless of their health condition. Furthermore, participants 
who have yet to return to work seemed to be involved in a process of prioritising 
their needs and whether or not working was what they needed at the current stage 
of their lives. Although they did leave the possibility of working again in the 
future open, they were unsure of the success of their endeavour to resume 
employment.
The meaning of work following a health condition has been explored 
previously in the literature. Johansson and Tham (2006), for example, concluded 
that work held a different meaning for individuals since sustaining a brain 
damage. In some instances the need to carry on working was reinforced as a way 
of re-structuring their lives and going back to normality. Others reported that work 
was no longer among their top priorities since the damage, and its significance for 
their everyday lives was diminished. Similar findings have been found in studies 
that focused on cancer (Main et ah, 2005; Amir, Neary & Luker, 2008) and 
disabilities in general (Shaw, Segal, Polatajko & Harbum, 2002) and are in 
accordance with the findings of the present study.
5.4.3. Coping with the effects o f brain tumour in everyday life
As a result of brain tumour, participants experienced a number of 
inevitable changes in their everyday lives, other than the ones encountered in their 
employment. Each individual manifested a different reaction to each change they 
encountered, while different reactions brought about a variety of adjustments. The 
factors that influenced their experience and the strategies used to cope with these 
changes were the realisation of the differences between life before and after brain 
tumour; the invisible nature of their health condition; the support received from 
their social environment; the social comparisons in which they were engaging; 
and willingness to raise awareness on brain tumour.
When comparing their life before and after diagnosis, participants shared 
the effects that brain tumour had on their everyday life. All participants mentioned 
physical issues, such as fatigue, headaches, visual problems, loss of hearing and
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balance issues, as well as cognitive issues, such as poor memory, lack of 
concentration and poor attention, as a result of brain tumour. What was 
interesting, however, was the influence these physical and cognitive effects had on 
their emotional world. Several participants referred to the change in priorities they 
went through due to brain tumour. Overwhelmingly, brain tumour served as a 
wake-up call that either allowed them to stay positive or made them realise their 
vulnerability while focusing on what was significant to them. Many reported that 
they would like to enjoy life and have new experiences because of the uncertainty 
that lies within their health condition. The majority of participants remained 
positive throughout their ordeal and appeared to be using their health condition as 
a step that would lead to new experiences and re-arrangements in life. For others, 
however, brain tumour and the possibility of death gave way to negativity and loss 
of hope. Depressive symptoms were also made evident, as well as negative body 
image as the end result of diagnosis and treatment. It seems that the effect of brain 
tumour diagnosis on everyday life varies for each individual. The contemplation 
on what happens next can result in optimism and a new appreciation of life or 
pessimism and fear of what the future might bring.
Previous research has found that brain tumour could transform the 
individual from a powerful and unique person to an exhausted and anxious 
patient, leading to lower self-esteem and a sense of “loss of self’ (Lucas, 2010). 
Huang, Wartella, Kreutzer, Broaddus and Lyckholm (2001) and Pelletier et al. 
(2002) argued that depression could have a negative impact on an individual’s 
quality of life after brain tumour diagnosis and treatment, in the form of a sense of 
hopelessness, existential issues and disruption of social and occupational 
functions. Nevertheless, same as the results of the present study, it has been 
reported that people with brain tumour can display a variety of coping strategies, 
such as taking things easy, re-evaluating aspects of life, remaining positive, 
struggling with the issues related to their health condition, accepting the new 
reality of their life and changing interests, work or lifestyle (Edvardsson & 
Ahlstrôm, 2005).
The hidden nature o f the brain tumour was an element that influenced the 
social environment’s reaction towards PwBT. Because of the invisibility of their
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condition, people often failed to understand and appreciate the effects that brain 
tumour had on an individual. Participants reported that their social environment 
perceived them as “normal”, because they did not display visible and external 
signs of a serious health condition. This, in turn, impacted on their ability to cope 
with brain tumour. The people closest to PwBT could also fail to recognise the 
detrimental effects of brain tumour and expect them to perform as before 
(Charmaz, 1995b). In some instances, pressure might arise for engaging in 
activities that PwBT seem externally ready for, but might internally cause them 
stress, anxiety and discomfort. An example of this sort would be pressure to RTW, 
since no visible signs of brain tumour are evident. The invisibility of brain tumour 
could also impact on the decision to disclose it to the social environment and, as 
witnessed here, employers. Since there were no external signs displaying the 
presence of a serious health condition, the individuals faced a dilemma whether or 
not to inform people about it. Findings from participants of the present study 
informs the literature about the lack of knowledge on brain tumour on behalf of 
the public, the misconceptions formed because of the mismatch between external 
appearance and internal mood and the openness of PwBT to display their 
condition and inform people, and especially employers, about its nature.
Extensive literature has reached a number of conclusions based on the 
invisibility of brain tumour. Lucas (2010) supported that PwBT experienced a loss 
of self, because, once the scars were healed and covered, their social environment 
expected them to behave as they did before diagnosis. These expectations 
triggered an extra effort on behalf of the PwBT into looking and acting as normal 
as possible. A study on adolescent survivors of childhood brain tumour has shown 
that people who display cognitive difficulties (therefore, lack physical signs that 
reveal the brain tumour) were perceived as more normal among their peers, when 
compared to people with more physical, and thus visible, effects. Nonetheless, the 
visibility/invisibility of symptoms added a burden to their attempt to appear 
competent among their peers (Boydell, Stasiulis, Greenberg, Greenberg &
Spiegler, 2008). Similar results were reported by Swift and Wilson (2001) on the 
invisibility of brain injury. People with no external signs of brain damage were 
expected to be acting as a “normal person”, while they were less likely to receive 
any disability benefits. These results are in the accordance with the results of the
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present study and emphasise the overestimation of PwBT’s abilities due to the 
invisibility of their health condition.
Another coping mechanism identified by participants was the support 
received by their social environment, mainly their family and support groups. 
Participants expressed that they felt well supported by their families, 
acknowledging at the same time that their brain tumour has indirectly affected 
their lives as well. The importance of family support during the brain tumour 
diagnosis has been expressed by a number of studies (for example O’Donnell,
2005). A common finding among these studies was that people with the same or 
similar health condition experiences were more supportive and understanding. It 
appears as though people who share similar health experiences can relate and 
exchange knowledge and information on a health condition, as well as offer 
support, with a perspective shaped by the physical, cognitive and emotional 
effects of the condition. This coping strategy has also been identified by people 
with brain tumour (Ownsworth et a l, 2011) and stroke (Kvigne, Kirkevold & 
Gjengedal, 2004).
What was also observed in this study was that participants engaged in 
some form of a social comparison with regards to the severity of their brain 
tumour. This comparison was either towards the healthy or towards the ill. This 
coping strategy could be a way of putting themselves in others’ position and 
evaluating their condition in terms of the alternative perspective. Therefore, a 
PwBT who compares their condition with more severe cases and thinking that “it 
could be worse”, could be gaining a sense of relief and acceptance of their 
condition as it is. This could also be the case for people who compare their 
condition with people with no apparent health condition but with manifestation of 
issues such as poor memory, in an attempt to feel and look as normal as their 
social environment.
The social comparison literature offers some explanations for this 
phenomenon. Taylor and Lobel (1989) proposed that people under threat, 
particularly of health, tend to evaluate themselves by comparing their condition 
with more severe and less fortunate cases (downward comparison) or with well- 
adjusted and healthier cases (upward comparison). The purpose downward
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comparison serves is to feel better about their condition and manage emotional 
needs, whereas the purpose of the upward comparison is to gain information about 
the condition and provide motivation and hope into overcoming the accompanying 
difficulties. These ideas were further investigated by Salander, Bergenheim and 
Henriksson (1996), who explored the notions of downward and upward 
comparisons among PwBT, and were observed by Edvardsson and Ahlstrôm’s 
(2005) participants.
A number of participants decided to use their brain tumour experience to 
raise awareness and inform people about its effects, as a way of indirectly coping 
with their condition. Most of them noticed a general lack of knowledge and 
understanding among the public with regards to the nature and treatment of brain 
tumour. Therefore, they decided to use their experience and share information 
with friends, family, colleagues, support groups and, in this case, research 
projects. All participants were willing to openly express their brain tumour to their 
social environment. The sharing of information was directed towards the 
workplace and everyday life and its purpose was to raise public awareness and 
make PwBT feel supported. By making themselves available as sources of 
information and possible identification, people with the same or similar conditions 
could reach out to them in an attempt to feel comforted and supported. Previous 
research has also identified this form of coping among PwBT (Edvardsson & 
Ahlstrôm, 2005; Ownsworth et al., 2011).
5.4.4. Brain tumour and identity
As the results of the present study exemplified, individuals experience 
new-found everyday situations due to their brain tumour. A severe event of this 
sort seems to have created a new trajectory in the participants’ lives, which forced 
them to change their habits, social status, ways of thinking and emotional 
responses. Because of this new trajectory, participants searched for ways to cope, 
understand and familiarise themselves with the profound changes they 
encountered. Phenomenological ideas are reflected throughout the present 
findings. Within the interview context, participants attempted to ascribe meaning
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to their experience by sharing their story, using their interaction with the 
researcher as a guide. The researcher’s interpretation of the participants’ accounts, 
on the other hand, shaped the meaning of the participants’ experience and turned it 
into a narrative of returning to work after brain tumour.
As Taylor posits with her Cognitive Adaptation Theory (1983), when 
individuals experience a life-threatening event (in this case, brain tumour), they go 
through a re-adjustment process, which involves three key intertwined themes. 
First, they try to understand the event and ascribe it with meaning. This involves 
understanding why it occurred and what impact it will have on their day-to-day 
life. This theme is reflected in our participants’ search for information related to 
brain tumour and their need to gain more knowledge. This, then, impacts on their 
attitudes, priorities and re-appraisals of life. This case was evident for the majority 
of our participants, who accepted brain tumour as an opportunity to remain 
positive and focus on their capabilities, rather than stress over their impairments. 
Prioritising needs and values was also expressed by the participants who did not 
RTW. Positive meaning, as Taylor (1983) supports, leads to better psychological 
adjustment.
Second, individuals try to master and take control over the threatening 
event in their lives and possibly prevent it from re-occurring (Taylor, 1983). This 
can be reflected in changes in diet, habits, attitudes and everyday regimes. 
Participants’ life after brain tumour was considerably different compared to 
before, and the changes they witnessed were either direct or indirect results of 
their health condition. For example, a participant gave up drinking because 
alcohol could have had negative effects on his steroid treatment, which could 
force him to lose his driving licence. Information-seeking behaviours are also a 
way of mastering brain tumour and have the feeling of control over it. As 
mentioned above, participants researched their condition in the hope to understand 
it and not rely solely on information by health care professionals.
Finally, when experiencing a life-threatening event, individuals seek to 
enhance their sense of self and self-esteem (Taylor, 1983). Social comparison is 
the way to achieve this. As shown in the present study, participants go into a 
process of comparing their situation to that of ill and healthy people. The
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comparison to more severe cases enhances their self-evaluations (“I ’m better 
o ff’), whereas the comparison to healthy cases leads to more information and 
motivation to get better. One participant, however, compared her bad memory to 
the bad memory of healthy people, which also lead to self-enhancement, by 
identifying that bad memory is not a specific consequence of her brain tumour, but 
rather something that everyone, with or without brain tumour, can experience.
Furthermore, Taylor (1983) supports that, even when no actual person 
exists in the individual’s environment for direct comparison, they will 
manufacture one in an imaginary dimension. In our study, this is reflected in the 
accounts of individuals who compared their current condition to the possibility of 
“what could have been if my condition was more severe”. Thus, they compared 
their present self-with-current-condition to the possible self-with-more-severe- 
condition. The realisation that things could have been worse enhanced their self- 
evaluations and increased their self-esteem.
Nettleton (2006) argued that a chronic illness (such as brain tumour) can 
affect a person’s everyday life, activities, relationships, identity and sense of self. 
The way to understand the experience of an individual’s health condition is to not 
focus on its symptoms’ nature, but rather place it in their biography. A valid 
question emerges: does brain tumour change the actual identity of the individual? 
If yes, how does one go from being “a person who works” to “a person with brain 
tumour who works”?
A model that can help analyse the results of the present study in more 
detail and provide answers with regards to identity is the Self-Aspects Model of 
Identity by Simon (2004). As discussed in Chapter 3, Simon supports, in 
accordance with social constructionism ideas, that a person’s identity is structured 
within a social context and while in interaction with others. Applying this notion 
to brain tumour diagnosis, we could conjecture that the identity of “a person with 
brain tumour” was created upon diagnosis and within the context of a consultation 
with a health care professional. Although participants had a feeling that something 
was wrong, it was not until they were given the diagnosis of brain tumour that 
they gave meaning to what they were experiencing.
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How does a person with a diagnosis of brain tumour form the identity of “a 
person with brain tumour”? Simon (2004) explains that people, by ascribing 
meaning to their experiences of different conditions, can shape their self-aspects. 
That is, their cognitive categories that include information about the self 
Therefore, when individuals are given the diagnosis of brain tumour and 
understand the reason behind the vague symptoms they are experiencing, they add 
the information of “brain tumour” in a category/self-aspect. The self-aspect of “a 
person with brain tumour”, in turn, will impact on their behaviour, attitudes and 
roles. Since language is an avenue of communication in a social interaction (Burr, 
1995), it can be argued that the words used by the health care professional during 
the consultation are vital in the formation of the “person with brain tumour” 
identity. This was expressed by our participants, who reported that the 
terminology doctors used (such as “tumour” or “lump”) prevented them from hilly 
grasping the severity of their situation.
In terms of shaping an identity that includes a health condition, Corbin 
(2003) referred to the role of the body and the disruptions in everyday life. Corbin 
viewed the body as the representative of the self in the outside world. Therefore, 
whatever happens to the body, affects the self. When people witness changes in 
their bodies, changes in their self will arise as a result of that. This can be 
particularly challenging if  the condition they are experiencing is not visible, such 
as brain tumour. The body might have been sending signals that something was 
not right (as expressed by the majority of our participants), but they had to rely on 
medical tests and consultations to dissolve their uncertainty and confirm their 
condition. Corbin, however, supports that confirmation of an illness by a health 
care professional is not enough for a person to create a new identity that 
incorporates the aspect of illness. There has to be a disruption or interference with 
everyday life routines, and thus loss of control, for the condition to be validated in 
the eyes of the individual and form the identity of “a person with an illness”. In 
the present study, participants shared examples where their poor vision or bad 
headaches were obstructing them from performing at a satisfactory level at their 
workplace and their everyday lives, which caused them to seek medical advice.
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Returning to Simon’s (2004) ideas, the newly-formed self-aspect of a 
person with brain tumour will be accompanied by a set of attitudes, roles and 
behaviours that correspond to the^self-aspect. Role is the expectation tied to an 
identity, which cues and monitors behaviour (Stryker, 1980). Social roles, such as 
worker, mother, student, member of church, or neighbour, are bound to be 
disrupted by a severe health condition such as brain tumour. What is witnessed 
after the formation of the “person with brain tumour” identity is a different set of 
roles that accompany it. The “sick role”, according to Nettleton (2006), contains 
certain rights and obligations. Roles linked to the “person with brain tumour” 
identity could include attending medical appointments, having regular scans, 
following their treatment regimens and perhaps changing their lifestyle. If  the 
newly-acquired roles are deemed to be interruptive of the individual’s sense of 
what they should be according to their social environment’s expectations, then the 
individual experiences distress. However, when they accept the new identity and 
its accompanying roles, they form new values and ideals and display a more 
positive psychological adjustment (Zebrack, 2000).
The goals linked to an identity might change direction (Charmaz, 1995b). 
Thus, if the roles of the identity of the “person with brain tumour” do not disrupt 
or intervene with the role of the “person who works”, then the person will attempt 
to accomplish the goals linked to that role. For example, several of our 
participants have chosen to RTW for various reasons, whether that included 
financial difficulties, displaying capabilities, achieving normality and wanting to 
feel useful. Mostly, they have chosen to RTW because the brain tumour allowed 
them to. With the right treatments and medication, participants were able to 
perform their roles as working individuals. They were also allowed by their 
employers to perform both the role of the person with brain tumour (e.g. attending 
medical appointments) and the role of the person who works, by supporting them 
and providing them with workplace accommodations (e.g. days off to attend 
medical appointments).
However, if the new roles of a person with brain tumour disrupt the role of 
a person who works, then role conflict is imminent (Stryker, 1980). A way to 
resolve this role conflict is to withdraw from one of the two roles. Therefore, in
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the case of our two participants who have not RTW, it can be argued that their 
role of a person who works was disrupted by the role of the person with brain 
tumour. The effects their brain tumour had in everyday life have impacted on their 
working life in a negative way. Since it seems impossible to withdraw from the 
role of the person with brain tumour, they prioritised their needs and felt 
compelled to stop working.
PwBT will demonstrate positive adaptation to their condition when they 
acknowledge and accept the experience of brain tumour. Charmaz (1995b) argued 
that people might be struggling against their health condition in an attempt to 
restore previous aspects of self that were lost because of it. They might, however, 
be struggling with the health condition, in an attempt to regain the lost control 
over their bodies and lives, and carry on as normal as possible. Thus, they accept 
the health condition as part of their identity. Achieving and maintaining normality 
is the goal of employing coping strategies, which arise as a way of learning to live 
with the symptoms of the health condition (Nettleton, 2006). Similarly, normality 
was a concept expressed by our participants in numerous points in their accounts, 
as a way of showing that they do not let brain tumour take over and affect their 
day-to-day functionality ( “I  just want to try and keep things as normal all the time 
as I  can j.
Nettleton (2006) referred to a disruption in a person’s biography when a 
chronic condition arises. Because of this biographical disruption, the individual 
will inevitably re-assess their life, which could lead to positive outcomes, such as 
gaining more insight and new opportunities in life. This can be seen in our 
participants’ accounts about how they would like to raise awareness and inform 
people about what is like to experience brain tumour ( “that’s the sort o f  person 
I ’d  be more than happy to be”).
Fitzgerald and Paterson (1995) argued that people with hidden disabilities 
have the choice of disclosing or concealing their condition, since they do not 
display any external signs of it. If they conceal it, they can protect their sense of 
“normal” in the eyes of the others, but face the risk of being seen as malingerers if 
they request any sort of help. If they disclose it, they will legitimise their condition 
and its subsequent effects that might prevent them from performing as expected,
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but they will assume an identity that is socially devalued, that of “a person with 
disability”. Participants in our study expressed that the invisibility of their brain 
tumour was a source of distress, since their social environment did not seem to 
appreciate the negative impact brain tumour can have on the inside more than the 
outside, expecting thus the individual to “act normal”. The hidden nature of their 
brain tumour has led to the dilemma of disclosing or concealing it in social groups 
and in workplace, in particular ( “i f I  never point it out to you, you 7/ never know I  
had an operation in my head”).
Charmaz (2006) examined the issue of a chronic illness’ invisibility. 
Charmaz refers to Cooley’s concept of the looking-glass self, which suggests that 
a person imagines how others view them, makes judgements about other’s views 
and recognises the feelings these judgements concerning their appearance have 
brought up. The looking-glass self is reflexive and social, since it is dependent on 
social interactions. Therefore, whether a health condition is visible or invisible 
will impact the looking-glass self images, judgements and feelings (Charmaz, 
2006).
Charmaz and Rosenfield (2006) argued that people make judgements 
about other people based on their appearance, and believed that the body reveals 
information about the internal world of the individual. For example, the smell of 
cigarettes will inform that a person smokes. Since visible health conditions can 
shape the way social groups view an individual, it can therefore affect the 
individual’s experience with their health condition and prevent them from 
ignoring it. Invisible health conditions, on the other hand, such as brain tumour, 
complicate the individual’s and their social environment’s reaction and feelings 
towards it and could cause frustration ( “they forget I  have a brain tumour because 
I  don’t have any o f the serious disabilities that I  could have had”).
Disclosing an invisible health condition might cause disbelief among 
social groups, due to lack of visible external signs of disability, and threaten the 
sense of valued self (Fitzgerald & Paterson, 1995). It seems that lack of physical 
signs obstruct the legitimisation of brain tumour as a diagnosis within a social 
environment, and that only reference to diagnostic medical labels, such as “brain 
tumour”, could legitimize a person’s suffering and avoid the label of malingerer
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(Lafrance & McKenzie-Mohr, 2013). Absence of “normal” functioning on behalf 
of the individual with the hidden health condition could also be attributed to lack 
of motivation (Charmaz, 1983). Therefore, it can be argued that the process of 
disclosing brain tumour is one that includes careful examination, contemplation 
on and judgement of other’s reactions and possible attributions.
Charmaz (1983) theorises that, when a person suffers a chronic health 
condition, they lose their sense of self without creating a new one. The self­
aspects previously taken for granted, but are now lost because of a chronic 
condition, cannot be validated by the person and therefore the self seems 
diminished and lost. There does seem to be a change in self in chronic illness, but 
only after the health condition has improved. When improvement in a health 
condition is observed, according to Charmaz, it serves as a foundation for re- 
evaluation and change of self.
Nonetheless, the position of this study is that the self prior to the brain 
tumour is not lost or diminished, but rather a new self-aspect is created that 
includes the identity of a person with a brain tumour ( “my brain is still working 
fine, I ’m still able to do my job  Namely, it appears that, because of the 
disruption brain tumour has brought in their life story, participants of the current 
study created a new identity as “a person with brain tumour”, with its 
accompanying roles, behaviours and attitudes. This identity ascribed meaning to 
their experience and had an impact on their working life, habits and social 
interactions. After witnessing improvement in their health condition, the majority 
of the participants commenced a process of self-evaluation and were led to self- 
discovery and self-development ( “/ m  actually trying to use it as something 
positive and change my career”). This helped them maintain positivity throughout 
their experience of brain tumour (Charmaz, 1983). For two participants, however, 
the negative consequences of brain tumour treatment prevented them from 
experiencing any improvement, which in turn led to negative self-evaluations 
( “the only end I  see in it is death ”).
Nettleton (2006) argued that people seem to separate their healthy features 
from the aspects of their lives affected by their health condition. This is evident in 
our participants’ accounts, in that they have capabilities and are still able to
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perform and function appropriately in a workplace and in everyday life 
( “although I  have a long term condition, i t’s not affecting my life in any way ”). 
This notion implies a continuity of self, reflected in the capabilities they still own 
and display. Positive attitudes derived from a health condition were expressed in 
Lundqvist and Samuelsson’s (2012) study on people with traumatic brain injury. 
Their participants have chosen to construct their identity based on information 
about their capabilities rather than disabilities, and find meaning in their current 
situation.
Psychological
e.g. feelings on 
returning to  
work
Social
Physical
e.g. invisibility 
of brain 
tumour
Figure 2: The interaction of the physical, social and psychological sphere 
of the experience of brain tumour, along with examples of sub-themes emerged
from data analysis.
The overall conclusion that can be drawn from the results of this study is 
that physical, psychological and social aspects of brain tumour inevitably interact 
with each other. In other words, the experience of brain tumour is not only a 
physical state accompanied by symptoms, but also one which impacts on the 
individual on a psychological and social level. The three themes, and their sub­
themes, produced from the data analysis illustrate this idea. Put simply, the 
individuals experience a change on a physical level with the appearance of 
symptoms, they then interact with the doctor within a social context and gain an 
understanding of their condition with the exchange of discourses and then
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contemplate and react on the changes their corporal health condition has brought 
in their everyday lives and, thus, their employment. Social interactions with their 
surroundings also add to their experience of brain tumour. Figure 2 illustrates how 
the physical, psychological and social spheres interact, with examples of the sub­
themes that relate to them. In reference to the phenomenological approach, it is 
evident that the perspective of each of the participants was shaped by the physical 
cues they received from their bodies within a social context, as well as their 
contemplation on what they were experiencing. The researcher’s role was to 
interpret the stories shared by the participants based on their own presuppositions, 
and attempt to understand them in an indirect way, by asking “what is like to 
return to work after brain tumour?”.
5.4.5. Limitations and implications
A limitation of this study could be that not all participants returned to 
work. Although the initial recruitment process focused on people who have 
managed to RTW, two participants who have yet to RTW, and were still 
contemplating about it, were recruited. The reason for this was to gain a wide 
range of accounts concerning the experience of employment after brain tumour. 
Valuable knowledge was obtained by individuals who have attempted and 
managed to return, but also more insight was accumulated by the perspectives of 
the two PwBT who did not. In that way, we could identify what facilitated or 
impeded people to RTW. The richness of data illustrate that both types of 
experiences were constructive and beneficial for the research. It would be of great 
interest for future researcher endeavours to isolate each of the two experiences and 
identify in a clearer pattern what is the experience like of not being able to return 
to work.
The findings of the current study have implications for the stakeholders 
involved in the occupational rehabilitation process of PwBT: employers and 
OHPs. Employers need to take into account the individuality of each PwBT and 
appreciate the difficulties brain tumour can bring. The manifestation of brain 
tumour effects is unique for each individual. A PwBT is capable of performing
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their work role successfully when appropriate workplace adjustments are 
provided. A supportive employer is the first step in regaining the role of a working 
person and feeling productive after brain tumour.
In terms of the OHPs’ role, participants expressed that it was insufficient 
and lacking. Therefore, more effort is needed when attempting to approach PwBT 
for an occupational rehabilitation intervention and making their services widely 
available. Matching the individual’s capacities and qualifications with the job role 
is not enough; the PwBT’s level of knowledge, expectations and attitudes on the 
actual process of RTW should be taken into consideration while being offered 
occupational rehabilitation services.
Evidently, the personal aspects of an individual are of major importance 
when deciding to RTW. Consequently, for a successful provision of occupational 
rehabilitation services and workplace accommodations, OHPs and employers 
should place their emphasis on the PwBT’s subjective experience with brain 
tumour and their physical, cognitive and psychological state. The individuality of 
each PwBT should be used as a guide for the provision of more flexible and 
person-tailored occupational health services.
5.5. Conclusion
The present study attempted to research the experiences of PwBT when in 
the process of returning to work. It was found that their experience of employment 
was influenced by direct and indirect aspects: their reaction to brain tumour 
diagnosis, the changes in their employment and the strategies employed to cope 
with brain tumour in everyday life. It is inferred that an individual diagnosed with 
brain tumour will not lose a previous sense of self, but rather create a new identity 
as “a person with brain tumour”, which will include the different aspects that were 
altered or created due to their health condition. The present findings also make 
evident an interaction between the physical, social and psychological sphere of the 
individual. This interaction shapes their experience with brain tumour and 
returning to work. This notion goes against the common practice of research, 
which considers a person with a health condition as a set of symptoms, in
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disregard of their interactions with their social environment and their 
psychological state.
With the use of the phenomenological approach, the participants were 
allowed to engage in a social interaction with the researcher, who in turn 
attempted to interpret the subjective experience of the participants and understand 
it from their perspective. The present findings have implications for occupational 
rehabilitation services and workplaces’ policies regarding accommodation after 
brain tumour and suggest that the individuality of each PwBT should be put to the 
fore. With regards to research in social sciences, this study provides a relatively 
novel standpoint, by which people with brain tumour are to be understood as 
individuals whose health condition affects them on the physical, social and 
psychological level. The study also suggests that these levels cannot be studied in 
isolation from each other, but rather in recognition of their inevitable interaction.
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Chapter 6 
Study Two: Returning to work after 
brain tumour: the perspectives of 
occupational health professionals
6.1. Introduction
The literature review in Chapter 2 demonstrated the lack of attention in the 
experiences of OHPs with regards to their collaboration with PwBT. Study One, 
as described in Chapter 5, concluded that PwBT do not receive the support they 
need when in the process of RTW, with some participants noting that they were 
unaware of the help OHPs were able to offer. This finding prompted the design 
and conduct of the second study, which will be presented in this chapter. 
Specifically, with the use of constructivist grounded theory method, this study will 
investigate the experiences of occupational health professionals (OHPs) who 
worked with people with brain tumour. It will aim at gaining an insight into their 
perspectives on the matter, as well as their collaboration with employers.
Being diagnosed with brain tumour can have an array of disruptive 
consequences on the individual. An aspect that gets affected by this severe and 
disruptive health condition is one that provides the individuals with a sense of 
value, financial security and independence: work. Resuming employment 
following a brain tumour is considered one of the main goals of occupational 
rehabilitation. Early implementation of occupational rehabilitation services could
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prevent the individual with disability from losing their job, help them find a more 
appropriate work role, or resolve any issues within the workplace. It can also 
increase the time of return to work and prevent early retirement (Gobelet et al., 
2007). Occupational health professionals (OHPs) are considered to be valuable in 
providing the appropriate information, support, assessments, training and 
guidance on returning to work with a disability.
A number of studies have been conducted with the aim to explore the role 
of OHPs in the rehabilitation process after a brain damage. In terms of what 
people with brain damage reported, Darragh, Sample and Krieger (2001) argued 
that personal and professional traits of health professionals influence their 
relationship with clients and could lead to successful outcomes. The traits of a 
health professional that people with brain damage identified as significant 
included being clear, honest, an active listener, respectful, understanding, caring, 
competent and holistic. These researchers also found that the services people with 
brain damage considered helpful were the ones perceived as meaningful, relevant, 
practical and innovative. OHPs have also been found to be the professionals who 
would assist and consult employees on disclosing their disability in the workplace 
(Allen & Carlson, 2003).
With regards to the perspectives of OHPs, Stergiou-Kita et al. (2010) 
showed that OHPs identified a set of factors that influence the readiness of a 
person with brain damage to return to work, which referred to characteristics of 
the client and the workplace. The client characteristics included their motivation 
to return to work, physical and functional independence, cognitive abilities 
(memory, self-awareness, and attention) and use of compensatory strategies. The 
workplace characteristics referred to the job demands, risks and burden assumed 
by employers, risks involved in information gathering and sharing with 
colleagues, and financial implications of returning to work. Participants of this 
study stressed that both the workplace and the individual with brain damage must 
be taken into account for a successful return to work.
A study by Culler et al. (2011) explored the barriers and facilitators of 
return to work after stroke by focusing on the perspectives of OHPs. These 
professionals indicated as barriers, on behalf of the stroke survivor, the lack of
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awareness and insight on deficits, poor work performance before the stroke, 
unrealistic expectations, lack of work experience, and length of time since last 
employed. Facilitators included years of work experience, awareness of abilities 
and limitations, more years of education, realistic goals and increased work 
motivation. Nonetheless, a study on health professionals, including General 
Practitioners and nurses, has reported that, although willing and interested in 
helping people with brain tumour, specifically, they were feeling helpless when 
attempting to do so. The researchers have noticed that their participants displayed 
a general lack of knowledge on brain tumours (McCartney et al., 2011).
Although it has been recognised in the literature that the role of an OHP in 
the rehabilitation of a person with disabilities is vital, a rather limited number of 
studies have explored the perspectives of OHPs on people returning to work after 
a brain tumour. Additionally, the first study of this thesis suggested that PwBT 
were not given with appropriate guidance and information when RTW and were 
unaware of the support OHPs could provide. Therefore, this study will provide 
OHPs with the opportunity to have their say within the literature. To such an 
extent, the study has various aims. The first aim is to give voice to the OHPs who 
work with people with brain tumour while in the process of resuming 
employment. The second aim is to construct a theory to explain what OHPs take 
into account when working with a person with a brain tumour (PwBT) trying to 
return to work. Further, the objectives of the study are twofold. The first is to 
explore the experiences of OHPs when working with PwBT and collaborating 
with potential employers; and the second is to identify the role of these 
experiences in the rehabilitation process of a PwBT. To help fulfil the aims and 
objectives, the research asks two questions: 1) what comes into play when OHPs 
interact with PwBT? and 2) what comes into play when OHPs interact with 
potential employers of PwBT?
Further, a semi-structured interview will be used to collect data, because it 
gives the opportunity to participants to share their story, while reflecting in their 
experience at the same time. By using open-ended questions, the researcher is able 
to observe and listen to the respondent’s story (Charmaz, 2006). The constructivist 
approach to grounded theory (GT) will be employed to analyse the data (Charmaz,
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2006). As discussed in Chapter 4, this approach holds that there is not one reality 
and objective truth, which the researcher is set to discover. Rather, it proposes that 
there are multiple realities which are constructed by the individuals’ interaction 
within a social context. Within the interview context, in particular, the reality of 
the participant is constructed by interacting with the researcher. The researcher 
does not merely observe. Their views and interpretations will affect the 
construction of the participant’s reality. The constructivist GT follows a set of 
guidelines, from the interview questions, up to the analysis of the data, which aim 
to construct a theory deriving (“grounded”) from the data (Charmaz, 2006). This 
method was deemed suitable for the analysis of the data, not only because the 
topic under study (the experiences of OHPs) has not been widely explored in the 
literature, but also because of the research interest into the participants’ 
intrapersonal and social processes.
6.2. Methods
6.2.1. Sample
This study aimed to recruit health professionals who focus on the 
occupational rehabilitation of people with brain tumour. Participants were 
recruited through private contacts and by posting an online invitation on web sites 
and relevant pages on social networking sites. A detailed information sheet 
referring to the study and its purpose (see Appendix 4) was emailed to national 
and private organisations and charities, specialising in occupational rehabilitation 
of people with disabilities. Thirteen respondents agreed to take part and these 
included Occupational Therapists, Occupational Health Advisers, Employment 
Programme manager, occupational teachers, Head of Care and a Clinical 
Psychologist. Participants worked either in charities or national organisations that 
mainly focused on occupational rehabilitation of people with brain injuries.
Eleven participants have worked with people with brain tumour and two could not 
recall if and when they have, whereas nine have worked with employers and four 
have not. Each of the OHPs’ encounters with PwBT differed in duration, length of 
time since last visit and outcome. The only criterion applied for participation was
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working with a person with brain tumour, in an attempt to resume employment, 
and/or collaborating with a potential employer. Participants’ characteristics are 
summarised in table 2.
Table 2: Participants’ characteristics.
Participant Job role Worked with 
PwBT?
Collaborated with 
employers?
“Sophie” Occupational Therapist Yes Yes
“Andrew” Clinical Psychologist Yes Yes
“Anna” Occupational Health Advisor Yes Yes
“Louise” Trainee Occupational Health 
Advisor
No Yes
“Penny” Manager of Occupational 
Health Services
Yes Yes
“Stuart” Employment Programme 
Manager
Yes Yes
“Laura” Occupational Therapist Yes Yes
“Kate” Occupational Teacher Yes No
“Jane” Head of Care Yes No
“Helen” Occupational Teacher Yes No
“Sarah” Team Leader in Rehabilitation 
Programme
Yes No
“Beth” Occupational Teacher Yes Yes
“Joan” Support Worker No Yes
The strategy followed for recruitment was theoretical sampling (Charmaz,
2006). As described in Chapter 4, theoretical sampling follows the initial sampling 
and directs the researcher after analysing initial interview data. According to the 
guidelines of the constructivist approach to GT, initial sampling is a point of 
departure. For example, the initial sampling of this study was OHPs who work 
with PwBT. It was considered that the topic under study was relevant to this group 
of health professionals. Following the analysis of the data early on and the
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emergence of preliminary categories, theoretical sampling was employed. 
Theoretical sampling is more strategic and systematic than the initial sampling, 
and aims at refining theoretical categories, constructing robust categories and 
clarifying the relationships among categories (Charmaz, 2006). Therefore, 
following the analysis of the initial interview data of OHPs who work with PwBT, 
it was indicated that OHPs collaborate with the potential employers of the PwBT 
as well. This led the turn of attention to OHPs who collaborate with employers of 
PwBT, in order to further develop this preliminary category of data. Following the 
principles of the constructivist approach to GT, theoretical sampling guiding data 
collection continued until saturation was reached. That is, until the interview data 
were no longer offering any new information to that already collected and no new 
categories emerged from the data (Willig, 2008).
6.2.2. Ethical considerations
No favourable ethical opinion was sought from the University of Surrey 
Ethics Committee. Participants were all consenting adults from a non-vulnerable 
population.
6.2.3. Procedure
Individuals who volunteered to participate in the study were given the 
choice of having the interview either face to face or over the phone. Open-ended 
questions (see Appendices 6, 7, and 8) were used in order to provide participants 
with the opportunity to share as much information as they wished. The questions 
revolved around job roles, contacts with potential employers and personal 
opinions on people returning to work after brain tumour. The interviews were 
recorded, while participants were reassured that any information they provided 
would be treated in complete anonymity and stored in a safe place.
After each interview, data were analysed in order to identify reoccurring 
issues that could create distinctive categories. Following this, the questions were 
modified or new ones were added, aiming to clarify or add new information on
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issues brought up by participants in earlier interviews. For example, a question 
added after the first interview was “have you been in contact with an employer as 
part of your job? If yes, how was that experience like?”. This question was added 
to help clarify whether the participants’ role included collaborating with 
employers and to analyse the nature of that experience. Following the analysis of 
the first five interviews, a further question was added to the interview schedule. 
This question referred to whether participants found their personal opinions 
interfering while working with either an employer or the person with brain 
tumour. This question was added in order to clarify whether personal views 
influenced decisions and steps taken by health professionals whilst working with 
PwBT and if/how they managed to control them. This question mentioned 
preliminary findings from the analysis of previous interviews, in order to justify it 
to participants.
Finally, credibility steps were taken throughout the study (Yardley, 2000). 
These were discussed in Chapter 4, section 4.6.2.
6.2.4. Reflection
Objectivist grounded theory proposes that the researcher needs to enter the 
research process with an open mind, so that they do not “contaminate” the data 
with pre-conceptions on the topic. However, the constructivist GT considers that 
the researcher’s interpretations influence the construction of the participant’s 
reality within the interview context. For this study, the only prior research 
conducted was for the purpose of identifying any gaps in the literature on OHPs 
and brain tumour. No former experience with OHPs existed; therefore any 
assumptions formed were based on the initial review of past research. The 
assumption formed was that OHPs, at one point of the interview or the other, 
would express their personal opinions on returning to work after brain tumour.
This is the reason why questions addressing OHPs’ personal views were added 
(questions 3, 4 and 5; see Appendix 6).
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6.2.5. Analysis
All interviews were transcribed verbatim. The interview data were 
analysed using the constructivist GT guidelines (Charmaz, 2006), which were 
described in Chapter 4. Specifically, the first step was the initial coding. Data 
were analysed line to line. This detailed analysis helped uncover processes and 
explicate meanings, while turning the attention to what data to collect next 
(Charmaz, 2006). After the initial coding, a large number of codes were formed. 
The next step, the focused coding, indicated that each initial code was to be 
examined and organised in a way that would create distinctive categories. The 
codes deemed to be the most significant or appeared more frequently were put 
together to form a larger segment of data, thus a category. The researcher’s 
memos, meaning the private notes taken from the start of the research process up 
until the final stage, were also used for further awareness. These memos reflected 
observations relevant to how the participants were behaving during the interview, 
how categories were formed and by which codes, and how the interview questions 
were added or modified after the data analysis.
6.3. Results
Following the analysis of the interview data, two major categories, each with 
its own sub-categories, emerged. More specifically, it was found that the 
experience of an OHP working with PwBT and collaborating with potential 
employers was influenced by an interplay of their working practices and personal 
views. Their working practices were influenced by a set of interlinked factors: the 
employer, the PwBT and outside factors which were not related to the practices of 
the OHP, the employer or the PwBT. Each of these sub-categories was comprised 
of a different set of factors, which were also interlinked. The OHPs’ personal 
views, on the other hand, were shaped by the employer, the PwBT and their own
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Figure 3: The interplay between the working practices and personal views of
OHPs.
attitudes towards their work. Figure 3 summarises the categories and their sub­
categories, as well as the links between them. A detailed description of each 
category and its sub-categories follows, complimented by extracts from the 
participants’ interviews. For the purpose of this section, the participants’ identities 
will be protected with the use of pseudonyms. Since all participants worked at 
services specialised in all types of neurological or head injuries, they referred to 
brain tumour incidents as part of the “brain injury” spectrum.
6.3.1. Working Practices
When participants were asked about the nature of their job, they started off 
by describing work roles and steps followed when a PwBT is referred to them.
The way they went about their work depended on the PwBT, the employer and the 
workplace that the PwBT was going back to, along with a number of outside 
factors.
6.3.1.1. Working with the employer/staff/workplace.
Part of the OHP’s job was to contact the employer of the PwBT. The 
OHPs described that they also provided, or should provide, support and
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information to employers, staff and colleagues, in the form of disability awareness 
training with a constant open communication for resolving various issues and 
concerns. The contact between the OHP and the employer depended upon the 
employer’s attitudes, practices and the type of employment.
Regarding the employers’ practices, the OHPs indicated that, after their 
recommendations and advice, the employer was the one who would decide if and 
when the PwBT returns to work, as well as the type of help their employee 
receives during work. However, there were some employers who decided 
towards or against a person’s return, in spite of the recommendations of the 
occupational rehabilitation services.
“When we see [the PwBT] is through the managers, they have been 
referred to us. [...] I f  we recommendfour weeks (for time for the PwBT to 
return to work) maybe the manager might not accept that because o f their 
resources or the services that they provide. [...] I t ’s up to the employer to 
ensure that their help is maintained while [the PwBT] work” (“Louise”).
“[The employers] have already decided, regardless o f what they’re asking 
us, that they are not having that individual back on any terms” (“Penny”).
When it comes to employer attitudes, most participants stated that, in 
general, employers were supportive of a PwBT returning to work. Most employers 
were willing to take the OHPs’ advice on how to handle a PwBT back to work, 
and were even more open to advice if the employer had a pre-existing relationship 
with occupational rehabilitation services. However, if  no previous relationship of 
this sort existed, then they were considered to be challenging during contact, as 
“Penny” described. What was also noticeable was that the rest of the staff needed 
information on brain tumour as well.
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“On the whole, managers are quite receptive to advice, occasionally not 
that receptive, but on the whole... I  think i f  we have a pre-existing 
relationship with that manager they tend to be more receptive, i f  there 
weren ’t any contact before then they can be a little bit more challenging” 
(“Penny”).
Furthermore, “Stuart” and “Laura” raised the issue of lack of 
understanding and disability awareness training among employers that, in turn, 
impacted on their decision to accept a PwBT back to work.
“There are probably employers out there who would go ‘brain tumour?
Ohh ’, it’s more than they need to get involved in. There’s two people, one 
with (brain tumour), one without, probably easier to work with the one 
without. Some employers are too busy on trying to have their business 
work or they don’t understand brain injury and they go ‘brain injury?
Hmm, that seems quite bad’, it can be there” (“Stuart”).
“The majority o f [employers] are very accommodating and wanting to 
understand and wanting to be educated but some employers... We had the 
experience where you ’ve gone in and you had the feeling that they ’re 
looking fo r a way out straight away rather than trying to see how you can 
make this work for the person with acquired disabilities ” (“Laura”).
It was also expressed that the personal experiences of the people in charge 
of accepting a PwBT back to work could influence the process.
“Interesting what I  have found when I  contacted companies fo r  things like 
potential work experience placements, very often people who want to
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help... it generally comes down to the person you contact, but often the 
people who want to help are people who have had a relative who’s had a 
stroke or car accident or whatever and they understand and they want to 
see i f  they can do something about it [ ...]” (“Andrew”).
The type o f employment is crucial in the process of returning to work after 
brain tumour according to OHPs. The OHPs stated that, as part of their job, they 
evaluate the field where the person works. They assess the type of work the 
person does and adjust their practices and recommendations accordingly. The type 
of employment influenced both the OHPs and the PwBT, in terms of job 
performance.
“I f  you look at one o f the large organisations and the more established 
employers, who, let’s say, their financial stabilities are a bit more stable, 
they tend to have a very well developed HR system and managers, 
generally quite an aware and open-minded staff group, which is 
important” (“Stuart”).
The OHPs noticed that some jobs might be less suitable for PwBT due to 
the nature of their brain tumour and the quality of performance required. They 
also described how the safety in the workplace was an important factor that 
needed to be taken into account. Most OHPs considered that if the PwBT was 
likely to get involved in risky situations, for example operating heavy machinery 
while still suffering from epileptic attacks, then going back to work was not 
appropriate.
“We look at the job o f the person and i f  they are somebody like a nurse 
who needs to be very accurate in their role, maybe they don’t have to go 
back straight in to doing that just y e t” (“Louise”).
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“I  think things like office work would be a lot more trickier, because i t’s 
not as easy to really lay down what the demands are fo r  you. I  think [the 
PwBT] might not be as welcome there or obviously professional roles, I  
think it would be very difficult to get back into. I t ’s just because the 
difficulties are so wide-ranging. I  think things that would involve being 
very analytical would be quite tricky” (“Joan”).
6.3.1.2. Working with the PwBT
The OHPs’ working practices were considerably different when it came to 
the PwBT. Generally, they considered that they were offering a service to their 
“clients”, which was shaped by their own ideas and suggestions as well. 
Participants described the interventions normally implemented in terms of helping 
a client return to work, such as providing skills assessments, monitoring progress, 
coaching, motivating, training and teaching numeracy and literacy skills. Some 
OHPs mentioned that they also offered services on job retention and that they 
were required to step in whenever a client faced an issue in the workplace. 
Therefore, these interventions were based either at the rehabilitation services 
grounds or the client’s workplace.
The goal of working with PwBT was to encourage their return to work and 
help them live independently. When getting in touch with PwBT, the OHPs were 
following a number of steps in order to assess them and provide assistance and 
support in their attempt to go back to work. What seemed to be a common practice 
was assessing the person and their capabilities in order to make recommendations 
that would place them in an appropriate job role. It was stressed by most 
participants that it was vital to match the person’s capabilities and skills with the 
job they were aiming at getting back to. Thus, participants mentioned that they 
were focusing on the strengths and positive features of the person, rather than the 
difficulties and limitations derived from brain tumour.
Overall, it was made evident that their working practices were influenced by 
the PwBT’s health condition and feelings. Firstly, there was a consensus among 
the participants regarding the PwBT’s health condition. The type of
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recommendations they would make would depend on the person’s illness and 
severity of the situation. It was also noted that their health condition affected 
whether their employer would accept them back to work.
“The person needs to have a fu ll rehabilitation and to have conquered the 
other steps fast before they even begin to explore going back to work” 
(“Sophie”).
“I t ’s all based on capability. I f  someone physically can’t do a job, then 
they shouldn’t be searching fo r it” (“Stuart”).
“I f  that person cannot cognitively do the job then they shouldn’t be 
employed. [...] They must be able to do the job, i f  they’re cognitively able 
to do the job, why not? ” (“Helen”).
“I  think overall, we ’re becoming fa r more focused on what people can do 
as opposed to what they can’t do. [ ...j Now we tend to be looking at what 
people can do and trying to f i t  that ‘can do ’ with the job that they want to 
do. [ ...j I f  we ’re looking at call centres, there isn ’t anybody who can’t do 
that, you can hire a person with epilepsy to sit at a call desk. But i f  they ’re 
moving things around, it’s not appropriate” (“Penny”).
As “Sarah” described, the invisibility of injury, the severity and the 
consequences of the person’s health condition could undermine their return to 
work, as well as restrict the areas of employment they could get assigned to.
“The most difficult thing for people with brain injury is fo r  those who are 
walking and talking. People have got high expectations o f these people and 
yet their thought processes are completely slowed down. [...] I t ’s easier i f  
you see somebody wounded, especially i f  they’ve got some kind o f scar” 
(“Sarah”).
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The OHPs acknowledged the PwBT’s feelings as another part in the 
equation that had an effect in their working practices. Participants recognised that 
PwBT were psychologically vulnerable due to their health condition, which could 
manifest a display of negative emotions and perceptions that would have a toll on 
their return to work.
“Depending on what their functional ability is and how they perceive their 
health, some people are quite nervous, regardless o f what their condition 
is, i f  they got a diagnosis, sometimes they are quite fearful o f what the 
future might be fo r  them and they hold themselves back [ ...]” (“Penny”).
“What we had also in the past is that clients have gone to previous work, 
the work was very supportive but the clients realised themselves that 
they ’re not performing at the same level as before. They weren’t able 
anymore to do the job and also weren’t feeling comfortable going back 
there at a much lower level because that is not how they remembered it 
and this is not what would have helped them with their confidence and 
their outlook on life” (“Beth”).
Participants stated that the support offered by the occupational 
rehabilitation team could lead PwBT to increased feelings of confidence, and 
therefore, more successful employment outcomes.
“Obviously you need to understand the difficulties and that’s important. 
[...] [The PwBT] start to feel that they have no value and their self-esteem 
drops and their confidence drops. And then they don’t think that they are 
ever going to be able to do anything [...] ” (“Andrew”).
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6.3.1.3. Outside factors
OHPs brought about a number of factors that lay beyond the scope of their 
work and that could undermine or enhance their working practices, and thus, a 
person’s return to work after brain tumour. To illustrate, several OHPs argued that 
companies might be negative about accepting back to work a PwBT because of the 
lack o f public awareness and understanding when it comes to brain tumour.
“A lot o f people don’t understand brain injury, and why should they 
really? I t ’s not that widely known, resources are limited and quite 
fragmented [...] I  don’t think companies do enough in terms o f disability 
awareness training, probably don’t feel the need to do it, but I  think i f  you 
actually take a step further back, before employment even comes to the 
equation, I. think schools are absolutely shocking at disability awareness 
training” (“Andrew”).
“I  would class brain tumour in the wider field  and say that in terms o f  
brain injury, I  see it improving, I  see it highlighted and marked properly 
with employers, highlighting what people with brain injury can do. I f  
anything, I  don’t think there’s an issue o f people not really wanting to 
employ people with brain tumour or brain injury, i t’s just the question 
mark o f what brain injury is ” (“Stuart”).
OHPs also mentioned how the current economic situation was affecting a 
person’s attempt to resume employment. Some believed that the opportunities 
PwBT had in going back to work were limited because of the companies’ attempts 
to maximise profits and minimise loses.
“I f  you don’t meet the standards in the current economic situation, it is 
very difficult then to support somebody at work, to put the financial and 
personal support in place” (“Beth”).
193
Chapter 6
Study Two: Occupational Health Professionals
“With the current financial problems that we supposedly have in this 
country it seems always the case that those who are less able are the first 
to be affected. [...] That’s going to affect people, because more jobs will 
be given to people who are able, by employers, because there’s going to be 
less jobs around, so they’re not going to look to a disabled person before 
someone else” (“Helen”).
“The reality is that companies try to survive, we are in tough economic 
times and they’re not going to want to carry people, so i t’s very difficult” 
(“Penny”).
6.3.2. Personal Views
While sharing ideas and experiences, the OHPs also mentioned their 
personal views on people going back to work after brain tumour. Although some 
of them chose to keep a professional stance during the interview and talk mostly 
about their working practices, their feelings and opinions regarding the employer, 
the PwBT and their work attitudes eventually came to the surface.
6.3.2.1. Employer/Workplace
The majority of the OHPs had an experience of contacting employers as part 
of their job in order to liaise for the return of the PwBT to work. Various opinions 
were expressed about employers and the collaboration with them, but, on the 
whole, the experience was considered to be positive. However, many mentioned 
their disagreement with the current situation in companies. According to some 
participants, it was the employers’ lack of disability awareness that inhibited the 
PwBT in successfully returning to work. All participants considered that 
companies and employers should be understanding and open in accepting PwBT 
back to work.
“I  think it’s that pre-conception, you know, this is a serious condition and 
that person isn’t going to be able to work anymore” (“Penny”).
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“I ’ve been in contact with potential employers and with current employers 
trying to get people back and... at the risk o f sounding cynical, we live in a 
very kind o f box-ticking age now and a lot o f  HR departments all go 
through the process that they have set up which mostly lead people to not 
actually being able to stay within their jobs. [...] Actually trying to re­
employ someone with a disability is potentially seen as a bit o f  a nuisance 
factor. I t ’s horrible to say that but I  think i t’s true ” (“Andrew”).
“It can be frustrating, sometimes managers when they take people on with 
a brain injury, they don’t understand it enough. In the case I ’m thinking of, 
[the employer] just seemed to have no understanding or willing to have an 
understanding o f brain injury in the fact that people can go and do a job  
perfectly well” (“Joan”).
As “Beth” expressed, employers with a degree of previous experience with 
disability or within the social sector might hold a more humanistic stance towards 
employees with brain tumour.
“Other times we ’re really surprised how welcoming employers can be and 
how supportive they can be and make changes and want to help. Often it is 
companies who themselves work in the social sector who are supportive or 
where the personal experience that they know someone close, a friend or a 
relative who has a brain injury themselves and they know how difficult it is 
and want to be supportive and helpful” (“Beth”).
6.3.2 2 .
All participants supported the return to work of PwBT and generally 
enjoyed working with this group. They were confident and hopeful that, in 
general, PwBT are capable of returning to work after rehabilitation, regardless of 
the job position. Their work revolved around providing the person, and anyone 
involved in their re-employment process, with appropriate support, with the goal
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of helping these people go back to work. This includes uncovering and developing 
the person’s capabilities and potentials by working closely with them. It was also 
noted that life after a brain tumour diagnosis would never be the same again for 
the individual.
“[...] Any discrimination is discrimination, whether it’s the colour o f  
somebody’s skin, or whether i t’s the fact that somebody is disabled, or that 
they ’re gay or whatever, I  mean, who really cares, it’s about somebody 
doing their job ” (“Andrew”).
“People [with brain injury] understand what brain injury is, how it works, 
how people interact with it, how they ’re feeling and try to deal with it and 
the changes in who they are. I t ’s a test o f  whether who they were before 
their injury is similar to who they are now” (“Stuart”).
“I  think that you ’re dealing with your own personal expectations o f what 
you feel you should be able to do, even what you were doing before and 
there’s possible frustration about what they can do now. [...] I  think 
somebody returning to work after brain tumour, my personal view would 
be that i t’s help and support [they need] to manage their anxieties and 
giving them space and time around thinking about how they ’re going to 
manage the process forward” (“Laura”).
This process brought up inevitable feelings about PwBT. Some OHPs 
recognised that working with an individual going through a serious health 
condition can bring about emotional instabilities for the individual and self- 
reflective thoughts for the OHP.
“I t ’s not really going to get better... It took me a while to think ‘oh, 
somebody’s getting better, they ’re making improvements, they ’re starting 
to walk’, but they will never be the same again it seems” (“Sarah”).
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“I t ’s a learning journey across the boardfor all o f us because we can 7 
know from seeing somebody the first time the rate o f their recovery [...]. 
I ’ve found [PwBT] an absolute pleasure to work with because I  think from  
a why-I-do-this-job point o f view is how brave they are and how difficult it 
must be. Somebody who’s acquired an injury to the brain, how difficult 
that must be to accept, that you had a life before that was going a long way 
and then suddenly your life is completely changed in front o f you. And, you 
know, you can 7 help but think o f that from their point o f view and also 
‘how would I  cope with that?’” (“Kate”).
6.3.2.3. Work attitudes
When the OHPs were asked to describe the nature of their job, they took a 
step further than mentioning the steps they needed to take when working with 
employers and PwBT. During the course of the interview, their attitude towards 
their work came to the surface on several occasions. When asked whether or not 
they allowed personal feelings and views to interfere with their professionalism in 
the line of work, participants stated that they had to remain professional and 
sensitive at the same time.
On the professional side of things, the OHPs reported that they would not 
discriminate against a person, based on their health condition. Indeed, when asked 
about their working practices on PwBT, the OHPs responded that they offered the 
same quality and quantity of services to every client, whatever their health 
condition.
“I  treat everybody the same, we have policies that guide us and I ’m here to 
support everybody, no matter what condition they have [...] ” (“Anna”).
“I  put all o f my attention on this role but all o f the decisions we have are 
based upon logic essentially, that is how I  chose to. [...] I  don 7 really say 
my emotions would influence or affect any o f the professional stuff that I  
deal with ” (“Stuart”).
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“I t ’s within my role to make sure I  support everybody, it doesn ’t matter 
what they are suffering from [...]. I  look at people in general, everybody 
who comes through occupational health. [...] It doesn’t matter what role 
they have or what illness they have, it is my role to make sure that I  
support them and that they get back to work within their role. Otherwise I  
would be discriminating i f  I  were looking at, well, fo r these people I  do 
this’. I  take an individual as an individual” (“Louise”).
On the sensitivity side of things, the OHPs seemed to be stressing the fact 
that people were capable of returning to their previous work role, even with a 
disability. This notion motivated them into working harder for helping these 
individuals.
“I  wouldn ’t say [personal feelings] get in the way but I  certainly have to 
be aware o f my own views and opinions and whether i t’s something I  want 
[the PwBT] to do. You just got to know when it’s work time and when i t ’s 
home time. I f  I  let it run into that I  can see myself getting into issues, or 
even just to briefly talk about it to someone and then go and it’s done. So I  
feel like I ’ve acknowledged my feelings and they ’re dealt with ” (“Joan”).
“I  haven’t found [personal feelings] affect my day to day work, face to 
face with the individual. It can affect me personally, because we have 
individuals who we know their lives have been destroyed. [...] One cares a 
lot because one wouldn’t be in this position i f  you didn ’t care. [...] I  would 
say once or twice a year I ’ve cried at home over somebody. But that is 
rare. Because you ’re trying to look to the future. And you try not to think 
about what they’ve lost” (“Helen”).
“I t ’s very difficult not to get emotionally involved with clients, definitely, I  
find. But you have to put your professional hat on, but it is very emotional, 
whether it be sad, whether it be frustration. But I  think you just have to try 
not to dwell on it” (“Jane”).
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Interestingly enough, participants expressed hope that the situation will 
change in the future, starting with the employment becoming more open for 
people with disabilities and by people gaining more understanding when it comes 
to brain tumour, and disabilities in general.
6.4. Discussion
This study set out to answer two research questions: first, what are the 
experiences of occupational health professionals when working with people trying 
to resume employment after brain tumour and when contacting potential 
employers; and second, what role these experiences play in the occupational 
rehabilitation process of PwBT. The findings illustrated that, when dealing with 
people with brain tumour and potential employers, OHPs experienced an interplay 
between their working practices (the regulations and guidelines they need to 
follow as part of their job) and their personal views (their beliefs, opinions, 
suggestions, observations that are not considered as part of their job). This 
interplay had an impact on their professional relationship with both the PwBT and 
the employer.
Results will be discussed with reference to the theoretical framework of 
this thesis as introduced in Chapter 3. Specifically, and following the ideas of 
critical realism, these professional relationships were created within a social 
context, with the individuals (PwBT, employer, OHP) acting on each other, while 
influenced by pre-existing social structures and constitutions. Thus, we could 
consider these forms of relationships to be dynamic and fluid. The findings make 
evident a reality experienced by OHPs that is context-dependent. The distinction 
between their professional behaviour and personal feelings illustrates the 
dependency on the social context in which they found themselves at a certain 
time, as well as the conversational partner they engage in dialogue with. In other 
words, they will behave and adjust their working practices according to the social 
situation they attend to, as well as the social structures in which they act.
Each of the OHPs interviewed expressed the idea that their working 
practices were influenced by the health condition and feelings of the PwBT; the
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attitudes, practices and employment type of the employer and/or company; and 
outside factors, such as lack of public awareness and the current economic 
situation. Their personal views, on the other hand, were influenced by the PwBT, 
the workplace of the PwBT and their own work attitudes.
6.4.1. The employer
The majority of the participants were liaising with employers as part of 
their job, in order to facilitate the return to work for a PwBT. Overall, they found 
the experience positive, but offered their own interpretations of the employers’ 
role. Specifically, it was made evident that OHPs considered external and internal 
factors related to employers to be influencing a person’s re-employment process. 
External factors included the working practices of a business, which involved 
referrals being made for an individual to occupational health services and the 
provision of reasonable accommodations for the PwBT in the workplace, as 
recommended by OHPs. Another external factor identified was the type of 
employment. OHPs deemed important for the PwBT to go back to a job where it 
was feasible for them to perform to the best of their capabilities. Job matching and 
safety at work were crucial elements for OHPs. Additionally, it was stated that 
jobs that required precision and intact cognitive abilities, such as critical and 
analytical thinking, were the ones the OHPs considered as the most challenging 
for a PwBT to go back to.
Internal factors referred to the personal attitudes and experiences of the 
employer as an individual that went beyond their professional role. OHPs noticed 
that, even though they encountered cases where employers were negative about 
accepting a PwBT back to work, the majority of them were willing to provide 
reasonable workplace accommodations to PwBT and undertake disability 
awareness training. The reason behind the employers’ willingness, according to 
participants, lay in their previous experience with people with disabilities, either 
in the workplace or their personal life. Therefore, OHPs recognised that some 
employers were positive because they were aware of the potential of an employee 
with disability and the difficulties resulting from disabilities.
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The OHPs’ personal viewpoints on employers were made evident 
throughout the interview. They revealed their disagreement with some of the 
practices of companies that might lack understanding and knowledge on what 
brain tumour is which, in turn, took its toll on the employment process of PwBT. 
The working practices and attitudes of employers were thought to be obstructive 
not only for PwBT, but for the OHPs’ job performance, since they would 
influence the recommendations made for the individual and their policy to resolve 
any issues in the workplace.
6.4.2. The person with brain tumour
When working with PwBT, the OHPs seemed to be taking a humanistic 
stance. They identified that they were providing services for and collaborating 
with the individual, so that a successful return to work could be achieved. 
Participants viewed their “clients” as people with fragile emotional and 
psychological states, but their goal was to expand and develop their capabilities 
and strengths and limit their difficulties. The effectiveness of their working 
practices was dependent on the PwBT’s health condition and feelings. In other 
words, the OHPs would take into account both the outside and the inside world of 
the PwBT.
The outside world would refer to their brain tumour and its physical 
consequences. The main requirement for going back to work, according to 
participants, was full rehabilitation. Once again, participants stressed the 
importance of matching the individual’s capacities with job demands; otherwise 
re-employment would fail. Although they would take into consideration their 
clients’ suggestions and ideas for possible work roles, OHPs would still need to be 
aware of the PwBT’s potential for development in the workplace.
The inside world of the PwBT refers to their feelings and emotions, that 
come to the surface as a result of the brain tumour and their current situation. 
Participants acknowledged that a serious health condition such as brain tumour 
could have disruptive psychological effects on their client. The vulnerability of a 
PwBT’s psychological state could be a factor that impacts on the process of their
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re-employment in a negative way. The OHPs acknowledged that they needed to 
identify the individual’s emotional state and offer their support, so that their 
client’s confidence levels would increase. It was also reported that the support 
should continue even after the client’s return to work, due to any issues potentially 
arising in the workplace.
The issue of emotional instabilities after brain tumour brought up by the 
OHPs in this study is concurrent with previous studies. For example, Pelletier, 
Verhoef, Khatri and Hagen (2002) found that close to half of their participants, all 
of whom were diagnosed with brain tumour, reported high levels of depressive 
symptoms and fatigue, which could be, according to the researchers, due to 
decreased levels of occupational functioning. Similar results were found in 
Feuerstein et al.’s (2007) study. Specifically, they observed that malignant brain 
tumour survivors experienced higher levels of depressive symptoms, fatigue, 
anxiety-related symptoms, poor sleep and cognitive limitations, which in turn 
impacted on their work performance.
OHPs also shared, explicitly or implicitly, their personal views on PwBT 
who were in the process of returning to work. Generally, they all showed their 
support in PwBT returning to work. The way they expressed their support, 
however, differed. Some participants were enthusiastic with the idea that an 
individual with any sort of disability could successfully resume employment with 
the right support and guidance. They openly showed their encouragement towards 
return to work, whereas others mentioned that their job was to provide support to 
any individual with disability, not just PwBT, and that they do not discriminate 
according to their clients’ disability. Overall, they all revealed that PwBT were 
capable of returning to work, as long as the return was targeted on a job position 
matching their capacities and qualifications.
A number of participants also believed that people experience identity 
changes before and after their brain tumour, pointing out that the changes the 
individual observes in their personality, identity, and life in general, could have an 
impact on their return to work. This makes evident a notion that a serious health 
condition can bring about changes in identity, which agrees with findings of 
previous literature. An example of research of this sort is Nochi’s (2000) study on
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people with brain injury. It was found that some participants formed a positive 
new identity with the use and inclusion of their injury, whereas others created a 
new identity in spite of their injury. The former implies that identity changes 
according to a disability, while the former suggests that identity remains the same 
despite the physical changes the person experiences. In this study, however, the 
type of change in identity that a person would go through after brain tumour was 
not made clear by the participants.
6.4.3. Outside factors
OHPs identified a number of outside factors that could undermine their 
working practices and, thus, a PwBT’s return to work. The first factor was lack of 
public awareness on brain tumours, and disability in general, that was also 
noticeable on managerial and business levels. The invisibility of brain tumour 
might be a challenging aspect for people to understand. Several participants 
mentioned that it might have been easier for people to accept that a person was 
diagnosed with brain tumour if its symptoms and consequences were visible, such 
as scars and difficulties with movement. OHPs also considered that people who 
understood brain tumour were the ones with prior experience with disabilities and 
who, therefore, were aware of the issues that arise because of it.
The second factor was the current economic situation. Participants stated 
that a company facing financial hardships would choose to employ a job candidate 
with no disability rather than a person with disability, even if the latter had the 
right requirements for the job position. The reason for this could be, according to 
OHPs, the misconception of additional amount of time and money required for the 
training of the employee with disability. OHPs also considered that PwBT, or with 
disabilities in general, would be the first to be let go in case companies needed to 
fire employees.
These factors lie within society and can only be tackled with universal and 
wide-ranging practices. For example, one participant expressed the idea that false 
notions about disabilities had their roots at the educational system. Several other 
participants reported that companies might not accept PwBT due to their
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misconception that reasonable adjustments were too expensive and time- 
consuming. Therefore, sufficient educational and training programmes on 
disability awareness are essential in communities (macro level) and companies 
(micro level).
Interestingly enough, some sub-categories of each category of the working 
practices were found to be interacting. For example, the health condition of a 
PwBT was associated with the type of job they wished to return to. One of the 
main ideas put forward by the OHPs was that they needed to match a person’s 
functional and cognitive capabilities with the job demands. Although they 
advocated for every individual to successfully return to work, their capabilities 
and qualifications came first. If the individual was deemed unable to cope with the 
physical or cognitive demands of their job, then the OHPs would suggest different 
solutions, such as returning at a lower level or going to a more suitable job 
environment. The more severe a condition was, leading thus to decreased 
capabilities, the less likely for the individual to return to a demanding workplace 
environment.
The idea of matching the person’s capabilities with the job demands 
expressed by the participants of this study agrees with the results of Gilbride et 
al.’s (2003) study. Employees with disabilities, their employers and rehabilitation 
services providers discussed that, what was most significant in the process of re­
employment with a disability was that the employee could fully display their 
capabilities and qualifications in a job position appropriate for them. This job 
match was deemed beneficial for both the employer and the employee with 
disability.
Another link was the one between the practices of the employer and the 
current economic situation. As stated by a number of participants, companies try 
to cut their losses during recession; therefore not wishing to hire or re-employ a 
PwBT could be considered as a measure the companies needed to take to survive. 
The current economic climate was used as an extenuation for employers not 
wishing to employ and invest time and money on a person with any type of 
disability. However, participants disagreed with the idea that people with 
disabilities had to pay the price for the economic recession, with some noticing
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that a possible solution would be companies being obligated by law to hire at least 
a certain percentage of people with disabilities.
The third and final link was the one between the attitudes of the employer 
and the lack of public awareness. It was expressed by the majority of the OHPs 
that the public, in general, and employers, in particular, lacked the knowledge and 
understanding of brain tumour. Whether or not an employer was willing to accept 
back to work a PwBT would largely depend, according to participants, on their 
attitudes shaped by their knowledge. If the employer was understanding and 
positive on re-employing a PwBT, then the possibilities of a successful return 
increased. If, however, the employer held negative conceptions on brain tumour, 
or disabilities in general, then returning to work seemed to be more challenging. 
Another factor that appeared to be influencing the employer’s decision was the 
experiences with people with disabilities and occupational rehabilitation services. 
Several participants expressed the idea that employers with personal or workplace 
experience with people with brain tumour, or disabilities in general, displayed 
more understanding and willingness to help. Additionally, if an employer had a 
pre-existing relationship with occupational services, then they would be more 
inclined into contacting these services again for assistance in managing a PwBT at 
work.
Participants in a number of different studies in the field of brain injuries 
have also shared some of the ideas expressed by the participants in this study. For 
example, Lefebvre et al. (2005) found that some physicians and health 
professionals valued and respected the person with a brain damage as a holistic 
entity and criticized the idea of treating only one aspect of the individual, based on 
their speciality. Swift and Wilson (2001), on the other hand, demonstrated how 
the public and some rehabilitation professionals held inadequate and inaccurate 
conceptions and knowledge about brain damage, an idea vividly expressed by the 
OHPs of this study.
During the course of the interview, participants portrayed their own 
working practices that get influenced by PwBT and employers. The first five 
participants were asked about their feelings towards PwBT who return to work. 
Four out of five stated that they did not hold any personal opinions when it came
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to providing their services to clients and that they were only there to do their job. 
This reply implied that OHPs distinguished between their personal views and 
professional life and, therefore, triggered the addition of the question of whether 
OHPs allow their personal feelings intervene with their role as an OHP.
Interestingly enough, the remaining eight participants recognised that 
getting emotional during their job was inevitable. Some stated that it was part of 
their job to care; others revealed that clients appreciated OHPs showing their 
emotional side; while others mentioned that they often contemplated their 
reactions towards an imminent disability. However, they explained that they did 
not allow their emotional side to intervene with their professionalism, because that 
would cause problems with their job performance. Instead, they chose to deal with 
it in the absence of clients. A solution to possible emotional instabilities could be 
to distinguish between work and home time and discuss the issue with colleagues.
Overall, OHPs recognised that, although they occasionally get emotional 
when dealing with PwBT, they still needed to remain professional within their 
role. Therefore, a distinction between professional and emotional aspects of their 
job was manifested by OHPs during the course of the interview. This distinction 
seemed to extend beyond the interview context and implicitly applied in their 
work context. The emotional aspect, although recognised by the OHP, remained 
hidden and was dealt with in the OHP’s personal time away from the PwBT, 
while the professional aspect was displayed externally, with the aim to provide the 
PwBT the best possible support without favouritism. It is safe to say that, based on 
this finding, figure 3 can be altered and take the form displayed in figure 4.
6.4.4. Interplay ofprofessional and personal self
Generally, the results made evident an interplay of possible selves of the 
OHP in the workplace: the professional self and the personal self (see figure 4).
The OHPs appeared to face a divide of self while working with PwBT, and 
therefore, their interaction with the researcher. A valid question would be “how 
and which of their selves are made evident during their interactions?”. The data 
analysis and private observations point to a possible answer to this question. All
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Figure 4: The interplay between the professional and personal self of OHPs
participants described their job role in a way that indicated that their private views 
on the matter were to be kept private. When asked about their personal opinions, 
the majority were uncertain of the direction their response should take. The 
uncertainty lied on whether to state what they think as a professional or as a 
person. Some seemed reluctant talking about their personal views, although these 
were revealed indirectly throughout the interview. In fact, most of them replied 
that they did not hold a personal opinion on anybody that needed their help, 
regardless of their condition. Two participants used the word “discrimination” to 
emphasise the severity of allowing their personal viewpoints to impact on their job 
performance and their behaviour towards clients. Several others described that 
they do get emotional while working with PwBT, especially after witnessing the 
dramatic improvement in their health condition, and that they consider it an 
advantage that clients could see their emotional side. However, they still needed to 
act professionally in their line of work.
Therefore, it can be seen that participants have chosen not to reveal their 
personal self in specific contexts, in this case the work context and the interview 
context. Specifically in the interview context, OHPs seemed to have considered 
their personal self as not appropriate to be revealed, at least explicitly, during the 
interview, in an attempt to answer the questions in a manner that would reflect 
their professionalism. On the other hand, as reported by some participants, the 
personal self is more acceptable to be expressed in a more personal context, such
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as their home. This notion agrees with the social constructionism approach in 
terms of displaying specific aspects of the self in specific contexts with specific 
people.
A theory that can add to the interpretation of these findings is Role Theory. 
According to this perspective, an individual will define their role based on social 
situations, the recognition of which will lead to understanding the expectations of 
others, the physical and behavioural cues in the setting and location of the self 
within that setting (Stryker, 1980). Therefore, it could be said that the OHPs in 
this study adopted the role of the professional, after defining the social situation, 
which required them to act in a professional manner while working with an 
individual. Their private views were only revealed indirectly. These emerged 
while talking about their practices within the interview context (describing how 
they perform their job), not while performing their job in the work context (doing 
what their j oh description entails).
More generally, and with regards to professional identity, it is said that 
professional identity negotiation occurs when the identity of an individual can 
adjust and evolve while influenced by occupational demands. The dynamic 
relationship between an individual and a social group can lead to the negotiation 
of the limits between their personal and social identity (Kreiner, Hollensbe & 
Sheep, 2006). Nonetheless, what happens when the OHPs’ personal views do not 
agree with their job role in a specific situation? For example, what if an OHP does 
not agree, for various reasons, with a particular individual returning to work after 
a brain tumour or with the decision of an employer who refuses to accept a PwBT 
back to work? This question was asked at the interviews and participants reported 
that they would not let their personal opinions affect their job. They all agreed that 
they would not let their feelings and emotions influence the professionalism in 
their job performance. Therefore, role conflict was not evident in these 
participants’ interviews.
Role theory offers some insights on role conflict. If two or more roles are 
loaded with contradictory expectations, then the performances linked with that 
role might be incompatible. The ways that help resolve conflicts of this sort 
include withdrawal from the source of conflict or accepting only one role
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expectation of the two (Stryker, 1980). Further, another way a role conflict can be 
resolved is to separate the social situations that cause conflicts. As Stryker (1980, 
p. 75) suggests, “to the degree that work and home can be separated from one 
another, conflicting expectations from these two sources can be handled relatively 
effectively”. Applying this notion to the participants of this study, it seems that 
OHPs chose to follow the guidelines and regulations of their profession, with the 
aim to help the people who need them, regardless of their personal opinions on 
whether they should go back to work or not.
A number of studies have investigated the notion of identity of health 
professionals at work. For example, in Pratt, Rockmann and Kaufmann’s (2006) 
study, it was found that the medical residents distinguished between what they do 
(their work) and who they are (their identity). In case of a mismatch between their 
personal and professional identities, they would customise their performance 
and/or how they viewed themselves to achieve a match. Although Pratt et al.’s 
study was conducted with medical residents as participants, it makes evident a 
distinction between professional and private identity that was also apparent in this 
study.
Other ideas that have been put forward in the literature in relation to an 
interplay between professional and personal identities include the integration of 
the professional and the personal identity of nurses, which included a subjective 
(feelings and experiences) and an objective part (images that other people held on 
nurses; Ôhlén & Segesten, 1998); and the changes in a physician’s professional 
identity in case of a change in the organisation and/or dissatisfaction and personal 
life changes (Chreim, Williams & Hinings, 2007). These ideas relate to the idea of 
the interplay between professional and personal identity presented in this study. 
However, no known studies have focused on the identity of OHPs while working 
with PwBT returning to work.
On the whole, the constructivist GT adopted for this study illustrated that 
the researcher and the participants entered a social context, in which the 
participants shared their experiences on PwBT and employers, with the use of 
language as a communication mechanism, while the researcher tried to understand 
this experience, keeping in mind their own values and beliefs throughout the
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process. The story formed as an end point of the research process attempted to 
reflect the psychosocial processes of OHPs when it comes to working with PwBT 
and collaborating with employers. It can be argued that professional guidelines 
and job position status acted as social structures that influenced the individuals in 
a way that hiding any personal views was deemed most appropriate. This story 
does not mirror the experience of the OHPs per se, but rather conveys the 
meaning that OHPs ascribe to their experience. The story took form because of the 
discursive interaction between the participants and the researcher and the 
knowledge shared among them.
6.4.5. Limitations and implications
It is necessary to point out that this study is not without limitations. One 
could argue that the amount of information provided by the participants depended 
on their willingness to provide it. Some participants may have withheld some facts 
and/or others may have felt they could have shared more. However, as in every 
piece of research, it is impossible to control the amount of information a 
participant decides to reveal, therefore results were based on what the OHPs had 
to share. Additionally, not all participants collaborated with PwBT and/or 
employers. However, the richness of data, as made evident in the analysis of the 
results, illustrates the value that these participants’ perspectives have for the 
current research.
The results of this study have implications for occupational rehabilitation 
services for people with brain tumour. More specifically, it is made evident that, 
while working with an individual with brain tumour, the OHP is guided by their 
identities (professional and personal) and the roles attached to each, as well as the 
relationship between them. The finding of the present study that different aspects 
of the self are revealed in specific contexts and in interaction with specific people 
has not been previously reported in the literature on the experiences of OHPs with 
PwBT and employers.
The OHP is an integral part of the process of returning to work after brain 
tumour. They can encourage the individual to return to work while focusing on
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their positive features. They can also inform the employer on brain tumours, raise 
awareness on the topic and stress the positive aspects of hiring a PwBT. Their 
practices, along with their personality characteristics, even in an unstable and 
unpredictable percentage, seem to determine the relationship between health 
professional and client, whether the client is the PwBT or the employer. It is 
imperative to acknowledge these influences on the professional relationship and 
their impact on the final result.
A recommendation for occupational rehabilitation services would be for 
the OHPs to work closely with employers, in order to accommodate the employee 
with brain tumour. It is of major importance to agree on a programme that 
facilitates the re-employment of the PwBT and ensures long-term job retention. 
Their on-going communication and mutual understanding will be able to resolve 
any issues that might arise in the workplace and offer alternative and plausible 
solutions.
6.5. Conclusion
This study adopted the constructivist grounded theory method in order to 
understand the experiences of occupational health professionals when working 
with a person with brain tumour returning to work and when collaborating with a 
potential employer. This approach allowed the interaction of the researcher with 
each of the participants, with the objective of participants sharing their 
experiences and the researcher understanding them, based on the stories shared 
within the interview context. Results indicated that the interplay of the 
professional and personal self of the OHP was influencing their experience, by 
shaping their relationship with the person with brain tumour and the employer.
This interplay was not only evident in the OHPs’ working practices, as shared 
throughout their interviews, but during the interview process as well.
The process of returning to work requires three significant actors: the 
person with brain tumour, the employer and the occupational health professional. 
The findings of this research advise the turn of attention upon the employers’ 
experiences, not only when hiring people with brain tumour but when
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collaborating with OHPs as well. It would be of great interest to follow on the 
employers’ perspectives on employing a person with brain tumour and whether 
they agree or disagree with OHPs’ working practices. This will be the focus of the 
third study, which will be described in the following chapter.
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Study Three: Returning to work after 
brain tumour: the perspectives of
employers
7.1. Introduction
The first study of this thesis on PwBT and their RTW, as described in 
Chapter 5, indicated that these individuals received the support they needed from 
their employers, although this support was influenced by the length of time it was 
provided, the employer’s personal experience with brain tumour and the provision 
or absence of workplace accommodations. The previous chapter described the 
second study of this thesis, which aimed at understanding the experiences and 
perspectives of OHPs’ on people with brain tumour and employment. Findings 
indicated, among others, that, although OHPs viewed their contact and 
collaboration with employers as positive overall, they did not always agree with 
employers’ practices with regards to the person with brain tumour. Therefore, the 
present study will allow employers to answer similar questions as with OHPs, in 
an attempt to identify their perspectives on the matter. As in Study Two, this study 
will adopt the constructivist approach of grounded theory, with the objective to 
identify the meaning employers ascribe to their experiences, within a process of 
discursive engagement with the researcher in a social context. The theoretical 
framework introduced in Chapter 3 will be used as a reference when discussing 
the results of the study.
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Returning to work can be an overwhelming process for people with brain 
tumour. These individuals need to achieve a healthy balance between treatment 
plans, new-found circumstances of life and previous or new job positions, in order 
to carry on everyday life as before their diagnosis. In order to manage this, they 
need to feel supported, not only from their immediate family circle and health care 
professionals, but from their workplace environment as well. Health professionals 
consider return to work as the immediate objective of rehabilitation for people 
with brain tumour, and with disabilities in general (Rusbridge et al., 2013).
The Equality Act of 2010 in reference to disability was developed by the 
Parliament of the United Kingdom, with the main goal of equally treating and 
providing services and employment to people with disabilities. More specifically, 
the Act “prohibits discrimination against people with protected characteristics [...] 
Disability is one of the specified protected characteristics. Protection from 
discrimination for disabled people applies for disabled people in a range of 
circumstances, covering the provision of goods, facilities and services, the 
exercise of public functions, premises, work, education and associations”
(Equality Act Guidance, p. 4). With regards to cancer, “the Act states that a person 
who has cancer [...] is a disabled person. This means that the person is protected 
by the Act effectively from the point of the diagnosis” (Equality Act Guidance, p. 
9).
The person with a major impact on whether an individual will resume 
employment after brain tumour is, undoubtedly, the employer. Research has 
focused on employers’ concerns, legislation knowledge, previous experience, 
attitudes and intentions in hiring, retaining and providing workplace 
accommodations to employees with disabilities. Interesting results have been 
found in a number of studies that focused on the role of the employer in the re­
employment process. For example, for cancer survivors (including people with 
brain tumour), the support received from their employer was important when 
trying to return to work (Amir et ah, 2008). Employers’ negative attitudes on 
hiring people with disabilities have been identified as a major barrier to return to 
work (Hernandez et ah, 2007). Workers with disabilities, employers and 
occupational physicians in Abma et ah’s study (2013) considered the employer as
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holding a crucial role in providing workplace accommodations for employees with 
disabilities, as well as managing and supporting the employee retain their job 
position. It has also been found that a factor that influenced employees in 
concealing or disclosing their disability in the workplace was the employer’s 
negative or positive attitudes towards them, respectively (Allen & Carlson, 2003).
When examining the factors that influence employers’ decisions in hiring a 
person with disability, Graffam et al. (2002a) found that employers were placing 
more emphasis on the reliability, productivity and work performance of the 
employee, rather than their disability, with a sense of social commitment and 
compliance to the Disability Discrimination Act (DDA). It has also been found 
that the more positive previous experience with an employee with disability, the 
more positive attitudes and perceptions the employer held on hiring a person with 
disability (Unger, 2002; Hernandez et ah, 2008).
Hernandez et al. (2000) and Copeland et al. (2010) described that 
employers were generally positive when asked whether or not they would employ 
someone with disability, but seemed reluctant when asked specifically about 
hiring them in their own business. They also appeared willing to provide 
reasonable workplace accommodations for their employees. However, employers 
of this study, as well as the ones of Hernandez et al. (2008) and Chan et al. (2010), 
lacked the necessary knowledge on Americans with Disabilities Act (ADA) that 
ensured that employees with disabilities were not discriminated against in the 
workplace.
Research has also placed the question of what the benefits were from 
employing someone with a disability. It has been found that providing workplace 
accommodations and changing staff training could lead to increased employee 
productivity, staff skills and customer relations. Employers have also reported 
more financial benefits than costs with regards to the changes they had to make in 
order to accommodate the employee with disability (Graffam et ah, 2002b). It has 
also been made evident that employers had more positive direct and indirect 
benefits than detriments when it came to making workplace accommodations. 
These benefits included increased employee productivity, elimination of the cost
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of training a new employee, increased company morale and improved interactions 
between colleagues (Solovieva et ah, 2011).
However, not all employers have been found to be willing to employ a 
person with a disability. Previous studies (Peck & Kirkbride, 2001; Hernandez et 
ah, 2008) have identified the type of fears that might hinder employers’ decision 
to accept a person with disability to work. These included fear of high cost in 
providing workplace accommodations ; the amount of time and attention an 
employee with disability would require; fear that they would not be able to fire the 
worker if their disability influenced work performance; and fear of risking the 
company’s financial benefit.
Hiring intentions could also be influenced by the company’s 
characteristics, such as size, as reported by Fraser et ah (2010). They found that 
small and mid-sized companies were more concerned about the impact the work 
performance of a worker with disability might have on their financial benefits, 
when compared to large-size companies. However, neither low profitability nor 
financial gains have been found to be linked to hiring a person with disability 
(Dibben, James, Cunningham & Smythe, 2002). In a previous study, however, 
Dibben et ah (2001) found that, despite the implementation of the DDA in large 
organisations, senior managers failed to commit and pay attention to the issues 
workers with disabilities faced in the workplace.
Another area of study is the degree of satisfaction among the employers 
who have hired a person with disability. Smith et ah (2004a) reported that 
employers were less satisfied with employees with disabilities when compared to 
employees without disabilities, especially with regards to rate of work, quality of 
work and workplace climate. The same researchers (2004b) found that employers, 
who were satisfied with employees with disability, were more likely to hire a 
person with a disability in the future, whereas those less satisfied, were reluctant 
to the idea of employing a person with a disability in the future. More research has 
supported these results (see Petty & Fussell, 1997; Gilbride et ah, 2000; Copeland 
et ah, 2010).
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In a study by Lengnick-Hall et al. (2008) on reasons for not employing 
people with disabilities, employers responded that they were concerned with the 
possible lack of qualifications of the employee; the slow performance in job tasks; 
the higher costs of reasonable accommodations; the increased risk of getting 
involved in work-related accidents; the negative reaction of co-workers and/or 
customers; and the fear of the unknown. Nonetheless, employers suggested 
recommendations they believed would improve the employment status of people 
with disabilities. These included offering education and training on disabilities to 
raise awareness and encourage companies to consider hiring someone with a 
disabling condition; establishing programmes and policies that focus on the 
capabilities of the employee with disability rather than limitations and ensure 
there was a proper match between job and employee; and providing awards and 
benefits for employers who hire someone with disability.
Overall, it appears that, although employers seem positive in employing a 
person with a disability, they still reveal some concerns and fears in relation to 
these employees’ work performance. What is also interesting is that they have 
admitted their limited knowledge on legislations and discrimination acts that 
protect employees with disabilities in the workplace. They have also expressed 
that occupational health professionals need to provide them with constant support, 
in order to cope with the employee with disability (Hernandez et ah, 2008). The 
literature is rich with information on employment with disability from the 
employer’s point of view. However, it seems to be lacking the specific focus on 
people with brain tumour. Being diagnosed with brain tumour can have 
devastating effects on an individual, since it impacts on their motor, cognitive and 
language abilities and, as in every serious health condition, could leave them with 
psychological and mental difficulties. Additionally, the literature comes from a 
variety of countries, such as the United States of America, Australia and 
Netherlands, which have different legislations and policies against discrimination 
at work.
Our previous study on PwBT demonstrated that these individuals found 
support from their employers when in the process of returning to work. This 
support varied in length of time provided (short- or long-term), was influenced by
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the employer’s personal experiences with brain tumour and was characterised by 
the provision or absence of workplace accommodations. The study on 
occupational health professionals (OHPs), as described in Chapter 6, explored 
their relationship with people with brain tumour (PwBT) and employers. The 
findings illustrated that OHPs, although valuing the experience of liaising with 
employers as positive, considered them to be lacking the appropriate knowledge 
and training on brain tumour in the workplace. They also indicated that employers 
with a previous personal or workplace experience with disability were more 
susceptible and open to employing a PwBT. Therefore, in order to gain more 
knowledge from the employers’ behalf, the present study sets to investigate the 
experiences of employers who hire or accept back to work people with brain 
tumour and collaborate with OHPs.
There are two aims to this study. The first aim is to give voice to 
employers and allow them to share their stories with regards to hiring someone 
with a brain tumour, knowledge on the Equality Act of 2010, collaboration with 
OHPs and general feelings towards employment and brain tumour. The second 
aim is to construct a theory, which can explain what employers take into account 
when making the decision of employing a person with brain tumour. Therefore, 
the research question is directed towards the tactics followed by employers when 
faced with an employee with brain tumour.
As in Study Two, this study will also follow the guidelines of 
constructivist grounded theory (GT), as developed by Charmaz (2006). This 
method supports that, within the interview context, both the researcher and the 
participant construct a reality (not the reality), which reflects the participant’s 
experiences. Open-ended questions allow the participant to elaborate their stories, 
albeit letting the researcher direct the conversation to the topic under 
investigation. According to the constructivist GT method, the researcher is not a 
passive observer in the interview process, but rather their views and opinions 
influence the reality being constructed within the interview context. The theory is 
constructed as an end-point of this method and derived from the actual data, with 
the use of phrases and words explicitly expressed by participants; therefore it is 
“grounded” in the data. GT was deemed to be an appropriate method to use for the
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present study, because it aims at capturing the meaning of the processes 
employers go through when hiring a PwBT, and it generally focuses on topics not 
widely explored previously in the literature.
7.2. Methods
7.2.1. Sample
This study aimed to recruit employers and/or Human Resources (HR) 
managers who take part in interview panels, therefore deciding whether or not a 
job candidate is accepted for employment. With the use of this criterion, we made 
sure that company executives who decide on a job applicant’s employment future 
based on their characteristics, qualifications and special requirements were 
included. Participants were recruited through private contacts and word-of-mouth. 
An information sheet detailing the procedure and purpose of the study was 
emailed to those who expressed interest in participating (see Appendix 9). Eleven 
respondents agreed to take part in the study and signed and posted the consent 
form (see Appendix 10). These included company directors/managers, senior 
Human Resources (HR) adviser, HR managers, and Head of Equality and 
Diversity. Six out of the eleven participants employed a person with brain tumour. 
Participants worked either in private companies, the public or the educational 
sector. They were all part of interview panels at their company or organisation. 
Age, gender, the total number of years at job position, the size of 
company/organisation, the procedures followed during job interviews, the amount 
of employees with brain tumour and length of time since employing a person with 
brain tumour differed between all participants, but were not taken into account for 
the purpose of this study. Participants’ characteristics are summarised in Table 3.
GT guidelines suggest that theoretical sampling is to be used as a strategy 
for recruitment (Charmaz, 2006, 2008). Theoretical sampling means that the 
researcher is recruiting participants, for which the topic is of particular relevance. 
The purpose of theoretical sampling is the development of a theory, not the 
representation of the population. This strategy is used after the initial sampling 
and coding of data. For GT, initial sampling is the point of departure. For
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example, the initial sample of this study was employers and/or HR managers who 
take part in interview panels and, therefore, decide whether a job candidate is 
employed. Initial analysis indicated that not all participants had an experience 
with employees with brain tumour, therefore the focus of the sampling switched to 
employers and HR managers who do employ a person with brain tumour. 
Theoretical sampling allows the researcher to go back to previous participants or 
seek new cases that will help fill any gaps or gain further insight on any issues that 
might have been unexpectedly brought up during the initial coding (Charmaz, 
2006, 2008). Theoretical sampling continues until saturation is reached, meaning 
that the data are no longer offering any new information and no new categories 
can emerge (Willig, 2008).
Table 3: Participants’ characteristics.
Participants Job Role Hired or worked 
with a PwBT?
"Vicky" HR manager (educational sector) No
“Katherine” HR manager (educational sector) Yes
“Rachel” HR manager (private company) Yes
“Amy” Manager (private company) No
“Melissa” Head of Equality and Diversity (educational sector) No
“Daisy” Senior HR manager (public sector) Yes
“Emily” HR director (private company) No
“Olivia” Executive Assistant to the CEO (private company) No
“Philip” Vice-Principal for Business Development 
(educational sector)
Yes
“Paul” Company Director (private company) Yes
“Chloe” Executive Director of HR and Organisational 
Development (educational sector)
Yes
2 2 0
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7.2.2. Ethical considerations
No favourable ethical approval was sought from the University of Surrey 
Ethics Committee. Participants were all consenting adults from a non-vulnerable 
population.
7.2.3. Procedure
Respondents who agreed to take part in the study were given the choice of 
having the interview face-to-face or over the phone. With the use of open-ended 
questions (see Appendices 11,12 and 13), they were given the opportunity to 
share as much information as they wished. The questions focused on the 
procedures followed when recruiting new employees, their knowledge on the 
Equality Act, their understanding of brain tumour and their experience and 
opinion on people with brain tumour who return to work. Complimentary 
questions were asked whenever a participant raised an interesting issue or 
whenever a comment or reply needed clarification. The interviews were recorded 
and participants were reassured that any information provided would be treated in 
the strictest confidence and stored in a safe place.
One of the main principles of GT is the simultaneous collection and 
analysis of data. This strategy helps the process of theoretical sampling and 
saturation. Therefore, at the end of each interview, data were analysed, in order to 
identify any particular issues that could create distinctive categories of data. The 
next step was to modify the interview schedule. The wording of the questions was 
altered or new questions were added, so that any new information shared by 
participants was clarified. For example, a comment made by the second 
participant while talking about the procedures they follow when accommodating a 
person with a generic disability at the workplace, prompted the adding of the 
question “what if a job candidate does not disclose their health condition?” (see 
Appendix 12). This question was added to examine the procedures that might be 
followed in case the job candidate or employee hides the fact they had a brain 
tumour or that they are in need of special workplace accommodations. Following 
the analysis of the first three interviews, the question “do you come in contact
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with Occupational Health Professionals (OHPs) who might be helping people with 
brain tumour return to work?” was added (see Appendix 13). The purpose of this 
question was to uncover the experience of the employer when collaborating with 
an OHP and the nature of the collaboration.
Finally, credibility steps were taken throughout the study (Yardley, 2000), 
which were discussed in Chapter 4, section 4.6.2.
7.2.4. Reflection
According to grounded theory of Glaser and Strauss, the researcher listens 
to the story the participant shares within the interview context without imposing 
their own pre-conceptions. Therefore, they recommend avoiding engagement with 
the literature prior to the research so that they enter the research process with an 
open mind (Charmaz, 2006). Constructivist GT, on the other hand, suggests that 
the way the researcher interprets a participant’s story is also part of the interview 
process and deemed significant for the construction of the participant’s reality. For 
the present study, the only research conducted was to serve the purpose of 
identifying any gaps in the literature on employers and brain tumour. It is safe to 
say that any assumptions formed were based on the literature review, since no 
prior relationship with employers who employ people with brain tumour or any 
kind of disabling condition existed. The assumption formed was that employers 
would be negative about employing someone with brain tumour and that those 
with previous workplace or personal experience with disabilities would be more 
positive in employing someone with brain tumour. This is the rationale for the 
questions regarding personal views on brain tumour (see Appendices 10, 11 and 
12).
7.2.5. Analysis
All interviews were transcribed verbatim. Constructivist GT guidelines 
were followed to analyse the interview data (Charmaz, 2006). Firstly, initial 
coding was employed, meaning that the data were analysed line by line, to ensure
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that every possible meaning deriving from the participants’ responses was 
identified. For example, after the second interview, it was identified that 
employers provide reasonable accommodations to employees, as long as they are 
aware that the employee has a disability. This information prompted the adding of 
a question that referred to the employers’ practices in cases where the employees 
concealed their brain tumour. This question was asked to the rest of the 
participants and provided the research process with more data on how employers 
deal with employees with brain tumour. This procedure continued until saturation 
was reached.
The second step to the coding procedure was focused coding, which 
examines and categorises each of the large number of codes identified. The goal 
of focused coding is to create categories of codes that appear more frequently in 
the text or seem significant to the analysis of the data, through a process of 
refinement (Charmaz, 2006). The interview transcripts provided us with a large 
amount of initial codes, which were eventually organised into super-ordinate 
categories. It was also apparent that the categories were linked to one another. The 
memos written as private observations by the researcher were also used to guide 
the analysis, since they contained information on the participants’ behaviours 
during the interviews, how categories were formed and what prompted the adding 
or modifying of interview questions.
7.3. Results
Three major categories regarding the experience of employing a person 
with brain tumour emerged from the data analysis. Two of the three categories 
were comprised of two sub-categories each and the third by three sub-categories 
(see figure 5). More specifically, when talking about their experience with 
employees with brain tumour, participants made evident three types of 
relationships: the employer and the employee, the employer and the Occupational 
Health Professional (OHP) and the employer and brain tumour. For the purpose of 
this section, the participants’ identities will be protected with the use of 
pseudonyms.
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Employee
• Organisation
• Discrimination
• Helping
• Training and knowledge
• Employee
• Capabilities
• Benefits
Employer
OHP
• Practices 
• Experience
Brain Tumour
• Experience
• Knowledge
• Personal Views
Figure 5: The three categories: the relationships that influence the employers’ 
experience with employees with brain tumour.
7.3.1. Employer-employee relationship
The first category refers to the first type of relationship described, that 
between the employer and the employee with brain tumour. Participants expressed 
this relationship by referring to it from the organisation’s viewpoint, as well as 
from the employee’s viewpoint.
7.3.1.1. From the organisation’s viewpoint
More specifically, when talking with regards to the organisation’s role in 
the employment of people with brain tumour, employers admitted that, even 
though they tend to focus on the qualifications of the job applicant, some 
companies discriminate against people with brain tumour, something that makes 
them break the law and lose potential talented employees:
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“I ’m not saying that some people wouldn ’t think ‘oh, I  don’t want to 
recruit somebody with that but I  think it will all depend on the equality 
and the calibre o f all o f the candidates. [...] I  think i t’s the employer’s loss 
because they themselves could be losing a very talented person. I t ’s 
unlawful at the end o f the day” (“Rachel”).
“The employment rate fo r  people with disabilities is still way below the 
employment rate o f people without disabilities, so I  think it’s fairly evident 
that there is discrimination around. [Companies that discriminate] are 
acting illegally under the Equality Act and they could be missing out on 
brilliant employees who’ve got all these sorts o f  skills and abilities that 
they don’t know about” (“Chloe”).
“I  think [there] is prejudice about people who have a disability, o f the 
potential problem, it could be more work fo r the manager, the expenses for  
the institution, rather than actually feel as an individual who’s got so much 
to (“Melissa”).
The belief that there is discrimination in workplaces for people with brain 
tumour has made them feel they would like to help any employee of theirs in a 
similar situation. Overall, they all appeared to be embracing the idea of people 
returning to work after brain tumour:
“[Returning to work after brain tumour] is fantastic! We should be 
encouraging anybody, who has any form o f illness or disability, or 
perceived disability, to go back to work. I f  it helps them and i f  it 
contributes to the organisation or the business, why not? I  certainly 
wouldn’t not consider somebody who said 7 have a brain tumour’ or 
recovering from a brain tumour from doing the jo b ” (“Katherine”).
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“I ’ve got the utter most respect fo r  [the people with brain tumour who 
return to work]. I l l  do anything I  can to support that” (“Philip”).
They all revealed that they were willing to provide reasonable 
accommodations to any employee with brain tumour, with the aim to support and 
make them feel more appreciated in the workplace:
“People can have equality and do equal job i f  they have reasonable 
adjustments made. I t ’s in the employer’s obligations to make sure that 
those reasonable adjustments are made ” (“Rachel”).
“I  would ask them what support they had in previous organisations to help 
them with their job and then put that support in place. I  would take my 
lead from the individual and would trust that they would ask at the right 
time so that we are able to give the right support” (“Melissa”).
In the instances where the employers were faced with employees with 
brain tumour, they all described that they relied on the employee’s requests in 
order to provide them with the type of support they felt was right:
“We made adjustments for [the employee with brain tumour], she suffered 
with headaches quite frequently, so we made sure there were regular 
breaks, o f being understanding in the event o f her suffering from a 
headache, we made sure somebody could take her home, obviously she 
couldn ’t drive. [...] Sometimes [the brain tumour] affects her speech, it 
affects her fine motor movements, we are aware o f it. We ’re kind o f  
governed by her and what she needs ” (“Rachel”).
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‘‘I  very much took [the employee with brain tumour] lead on [providing 
support]. He asked specifically that, when he did come back, he came back 
part-time and he built himself up and then he came back full-time and he 
asked that he was not treated any differently but he did need extra time fo r  
medical appointments which I  was happy to give it to him ” (“Paul”).
“We were largely governed by [the employee with brain tumour] wishes 
and what she wanted to do. [...] She was desperate to carry on working so 
we allowed her to carry on working, she really carried on working until a 
couple o f weeks before she died [...]. All the time we were driven by what 
her needs were and what she wanted” (“Chloe”).
While sharing the organisation’s point of view with regards to what they 
could offer to the employees with brain tumour, the participants were also asked 
about their knowledge on the Equality Act. Although not everyone explained the 
Act in a way that demonstrated their understanding and knowledge, they all 
admitted to implementing it as part of their job:
“[The Equality Act] is already implemented, i t’s illegal not to have it in 
the company. You have to work in accordance with the A c t” (“Daisy”).
“You know what, I  wouldn’tprobably know [what the Equality Act is].
Um, it would be to not, from my interpretation, to not discriminate against 
anybody’s race, gender, ethnicity or disability” (“Olivia”).
“The Equality Act came in to forth in October 2010, it replaced 
somewhere around, I  think, 17 bits o f previous legislation. It defines the 
protective characteristics under which there are three forms ofprotection,
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direct discrimination, indirect discrimination and there’s also protection 
from harassment and it basically changed the way that employers and 
service providers, and particular the public sector, deal with employees 
and customers etc., who have a protective characteristic” (“Chloe”).
Based on their knowledge on the Equality Act, participants were also 
asked about any training on disability awareness they have gone through or 
possibly provide to the organisation/company’s employees and managers. Only 
three participants openly revealed that it was their company’s policy to provide 
this type of training to its staff:
“[The Equality Act is implemented] through training that’s provided to my 
staff Making sure that they ’re fully aware o f their legal and moral 
applications. [...] We do a lot o f equality and diversity training and during 
people’s induction process when they join the company. And obviously is 
an ongoing training programme ” (“Paul”).
“We’ve done training fo r managers on [the Equality Act], we have a 
Single Equality scheme that covers all o f the protective characteristics, we 
have an Equality and Diversity Action Plan, which covers action against 
all o f the protective characteristics, we have an Equality and Diversity 
policy which is based on the new act, we have a Protection from  
Harassment policy, we have an Equality and Diversity forum, we do 
Equality impact assessments ofpolicies and procedures in various areas. 
We ’re going for Investors in Diversity Awards this term which will test our 
commitment to Equality and Diversity, so yeah... ” (“Chloe”).
Even though not all employers revealed whether or not they implement the 
Equality Act in their workplace, they expressed their willingness for more training 
and awareness on disabilities and employees’ rights.
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“People are more aware o f their rights, employers should be more aware 
o f their employees ’ rights, so moving forward the Equality Act is going to 
help an awful lot o f people. I  think education and educating organisations, 
even i f  they ’re quite small to have their own occupational health 
department or don’t have their own Health and Safety, maybe they need 
awareness, to let them know that these are workers, these are people who 
can help and contribute ” (“Katherine”).
“I ’ve undertaken recently some work on equality and diversity, disability, 
discrimination etc, and I ’d  like to think I ’m very well included to these 
things. I  think what would improve things fo r  any organisation would be at 
the point o f induction into that organisation a much better or improved 
clarity as to individuals ’ responsibilities and roles and expectations ” 
(“Philip”).
7.3.1.2. From the employee’s viewpoint
When speaking in terms of the employee’s perspective, participants 
acknowledged that everyone was capable of returning to work after brain tumour. 
They expressed their support towards anyone who decided to go back to work, by 
acknowledging their limitations due to any visible or hidden disabilities. However, 
organisations and companies should concentrate on their capabilities in the 
workplace instead:
“I f  anybody doesn’t have the right support, the disability can become a 
barrier, but that’s not to say that the individual doesn’t have the right 
skills fo r  the post” (“Melissa”).
“I f  the person is really capable o f working and doing their job, then I  
don’t see why a company wouldn’t [allow return to work] ” (“Olivia”).
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However, when asked what would be the case if an employee of theirs 
disclosed that they have been diagnosed with brain tumour, most participants 
recognised that such a serious health condition could have devastating effects on 
the person’s physical, motor or cognitive abilities. It was at this stage that they 
reported that, although a job applicant’s health condition is revealed after a job 
position has been offered and not before or during the job interview, they needed 
to be fully aware and informed of any disability possible to affect the employee’s 
job performance. Disclosing a disability was deemed to be a crucial issue for 
employers, since health and safety in the workplace was very important. They also 
disclosed that a person should be allowed to return to work as long as they have 
the right skills for the job position and could perform at a satisfactory level:
“We need to see beyond physical disabilities and actually see, as a person, 
are they able to do the job? [...] I f  someone had a major heart failure and 
they’re sitting in front o f y  ou saying they want to do something that’s 
particularly stressful, you got to take the person’s ability to undertake the 
job safely, with their safety being the key thing here, not their ability to do 
the job. [...] At that point o f disclosure, I  would ask them quite simply ‘is 
there anything that we should be aware o f in terms o f any ongoing 
treatments ’. [...] Equally, we need to know i f  they ’re on any medication. 
[...] I  personally wouldn’t see [the disabilityj as being a reason to boss, 
exclude or prevent someone from taking up a position but I  would want to 
be satisfied that we ’re not in any way putting that person in any further 
undue stress or risk and secondly, as an employer, that we were taking all 
appropriate measures and actions to support that individual” (“Philip”).
“Once they’ve been offered a job, then I  would expect that they declare 
that in their medical form, post-offer. And then it would be a question o f  
talking about whether that had any implications, which would mean that 
they couldn’t do the job, and assuming that they didn’t, whether they 
would need any assistance to help them do the job. [...] I f  we hadn ’t know
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about [the brain tumour], we wouldn’t take a punitive approach ”
(“Amy”).
“As part o f the application process you need to give fu ll and complete 
information about your medical history fo r  occupational health. So I  think 
withholding information, it would be a tricky situation. I f  you ’re not honest 
with your employer on what your situation is, then you have to be 
preparedfor any consequences” (“Vicky”).
Participants also referred to the benefits that return to work had for people 
with brain tumour. They mentioned, among others, that work offered employees 
stability, sense of normality and self-worth. Employment was a sign that people 
were still capable following their brain tumour diagnosis and treatment and that 
they were part of and interacting within a social group. It also served as a 
distraction from the detrimental medical condition.
“We actually find  that [the employees with brain tumour] want to return 
to work as soon as possible, they want to live a normal life, they kind o f  
need it to feel they ’re integrated, to get the support so that they don’t feel 
i t’s the end o f the roadfor them. [...] They just want quality o f life, without 
discrimination ” (“Rachel”).
“[The employee with brain tumour] needed some stability and structure 
and normality back in his life and work was one o f those places that he 
had that. That’s how he explained it to me [ ...]” (“Paul”).
“I  think it’s the choice o f sitting at home and thinking that you ’re going to 
die or being, in their eyes, normal and working and having colleagues and 
value. [...] In my experience, generally, people often feel very keen to
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carry on working because I  think it gives them normality, I  think it gives 
them time not to sit at home and think about their situation and it makes 
them feel valued, they ’re socialising with their colleagues, it allows them 
to feel they’ve contributed. So often I  think people do want to work even 
when they’re dying” (“Chloe”).
7.3.2. Employer-OHP relationship
7.3.2.1. Practices
Employers were also asked about their experiences with OHPs. In the 
instances where they employed an individual with brain tumour, it was of great 
interest to explore whether they requested and/or received the appropriate 
guidance and support by occupational health services. Six out of the seven 
participants asked about collaborating with OHPs stated that they collaborated 
with occupational health services and that this collaboration was part of the 
organisation/company’s policy. A number of them also reported that OHPs were 
usually part of the panel interviewing job candidates. One participant did not 
come in contact with OHPs, without, however, giving a justification. Firstly, they 
referred to the practices of their organisation/company regarding seeking help 
from OHPs:
“I t ’s their professional judgement and it’s their right to say ‘well, I  don’t 
believe, based on the information given, that it will have an impact on the 
role that they need to do’” (“Rachel”).
“I  would seek [the employee with brain tumour] permission to refer them 
to HR and occupational health and obviously I  would want to understand 
from them and from HR and occupational health what it is that we need to 
do to make that person as employable and to safeguard them and us as fa r  
as possible. I f  they said they’re unfit fo r  work, then they’re unfit fo r  work.
I f  [OHPs] said [the employee with brain tumour] need to have reduced 
workload or fundamental changes then we would discuss that with [the
232
Chapter 7
Study Three: Employers
OHPs] and work with [the OHPs] to ensure that that’s exactly what 
happens” (“Philip”).
73.2.2. Experiences
Generally, employers who were collaborating with OHPs found the 
experience positive. Some distinguished between the authority and expertise of 
employers and OHPs, by admitting that OHPs were the experts in deciding the 
type of reasonable adjustments needed for a worker with brain tumour. Others 
stressed the importance of the provision of support and information to employers 
as well.
“Obviously health professionals have more knowledge and somebody who 
doesn’t know very much might be biased in thinking yes, [working with 
brain tumour] would make a difference when actually it wouldn’t, due to 
their lack o f understanding” (“Rachel”).
“As a manager, I ’m clear o f what my responsibilities are but where would 
I  go fo r support i f  someone posed me with the question I ’ve got brain 
tumour, I ’ve been told I ’ve got six months to live but I  want to work ‘til the 
bitter end’? That’s a very difficult decision to take and I  think sometimes, 
as managers, we need probably a bit more education and support around 
those sorts o f things and occupational health departments, in my 
experience o f the occupational health department here and elsewhere, is 
that, generally speaking, they can provide that” (“Philip”).
“Melissa”, however, shared that, although OHPs worked for the benefit 
of the individual, they may not always be as impartial as they ought to be. The 
reason for this could be to protect the organisation/company, for which they work.
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“I  think that occupational health work for the organisation, so sometimes 
their ability to be impartial, you need to question it sometimes. What I  
mean is sometimes their decision-making is fo r  their business or 
organisation and while we can understand that, I  think that there needs to 
be more support to the individual. It can sometimes be a barrier. Not 
intentionally, but it sometimes can be a barrier” (“Melissa”).
7.3.3. Employer-brain tumour relationship
7.3.3.1. Personal experience
Within the course of the interview, the participants’ experience with brain 
tumour or disabilities, in general, was revealed. Although they were not asked 
directly about any private experiences with any sort of disability, participants 
appeared willing to show where their viewpoints derived from.
“My family member had cancer to the breast and then to the liver and the 
lungs, although passed away within 5 years, keeping working was very 
important to the ability to manage the treatment and to keep their well­
being. I t ’s very important” (“Melissa”).
“I  have had friends who have had brain tumours and they ’re still walking 
around, they ’re still able to do what is expected o f them and they can live 
with it. [...] I  used to work at a hospital [...] at the radiology department, I  
used to sit between the crash rooms ofA&E and the theatres and people 
coming in with broken finger playing football and people who got smashed 
up in car crashes. It teaches you a lot” (“Philip”).
7.3.3.2. Knowledge
While sharing their experiences, participants revealed the amount of 
knowledge they carry regarding brain tumours. They all attempted to describe
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brain tumour by using general terms and referring to the different types, 
symptoms, location and treatment plans. What they know or do not know about 
brain tumours might have an impact on the appropriate workplace 
accommodations required by the employee or the guidance they seek by OHPs:
“On my limited knowledge... is it a cancer? I t ’s a cancer and I  guess some 
have quite noticeable symptoms and some might not. And that’s all I  know 
really, I  don’t really have much to say on brain tumours. I  haven’t really 
been exposed to anything like it, I ’m not familiar with it. Having never 
come across it, I  don’t really know what it is you ’re asking me ” (“Vicky”).
“To me, there are different sorts. You can have a benign or a cancerous 
tumour. The lady I  told you about, her tumour was benign and she just 
takes tablets to control the growth, I  believe, and, you know, she lives a 
very normal life, apart from, at times, it does sort o f acts up a little bit 
which can cause discomfort and symptoms fo r her. So you know, there are 
several cases where they grow quickly and they cause all sorts o f other 
problems and then there are like the other lady we re-employed who lives 
a very normal life with the type o f brain tumour she has and, o f course, the 
cancer she has is different and requires different sorts o f treatment” 
(“Rachel”).
Following the aforementioned sub-sections, it can be suggested that their 
prior exposure to brain tumour shaped their knowledge on and attitudes towards 
employees with the health condition.
7.3.33. Personal views
The experience of employing an individual with brain tumour appears to 
have affected the participants’ viewpoints on the matter. In many instances, 
employers were putting themselves in the employees’ place and were sharing the
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positive notion that life can go on even with a serious health condition, such as 
brain tumour. They also stressed the risk of anyone being diagnosed with brain 
tumour at any point in time:
“Just because you don’t have anybody (with brain tumour) at this moment 
in time, it doesn ’t mean that next week, Godforbid, one o f y  our staff or 
you, as the employer, could be diagnosed. [...] It definitely doesn’t mean 
death sentence ” (“Katherine”).
“I  think that (not being allowed to return to work after brain tumour) is 
wrong, because actually any one o f us can have a brain tumour at any
fzme" ("Vicky”).
“I f  someone says ‘I ’ve got a brain tumour’, it doesn’t necessarily mean 
that they ’re going to be dead. You can live with brain tumour and lots o f  
people do ” (“Philip”).
“I  think the Paralympics were fabulous in terms o f showing disability in 
such a positive light. I  think that’s been, fo r  us as a society, that was 
absolutely brilliant because it was such a positive experience and so many 
people with disabilities have achieved so much ” (“Chloe”).
For “Paul”, employing a PwBT triggered feelings of self-reflection on 
what would have happened if he was diagnosed with brain tumour and what his 
reactions would be. This comparison could have affected his decision to hire 
PwBT, as well as consult OHPs, in a positive way.
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“[Having an employee with brain tumour] was a sobering experience 
because [the employee with brain tumour] was a young man and from  
being a happy lad to somebody who’s potentially at death’s door, i t ’s quite 
a sobering experience when you ’re reasonably young yourself, you 
("Paul").
7.4. Discussion
This study is one of the few attempts in the literature to highlight the 
experiences and perspectives of employers who have hired an individual with 
brain tumour. Overall, the employers who participated in this study were positive 
about accepting a person with brain tumour back to work; willing to provide the 
appropriate reasonable adjustments that their employee required; relied on the 
knowledge and expertise of the OHPs; were advocators of the Equality Act; but 
lacked knowledge on brain tumour. The results will be discussed in reference to 
the theoretical framework addressed in Chapter 3. Specifically, critical realism 
will be adopted for the analysis of the experience of employers when hiring PwBT 
and when collaborating with OHPs.
With the use of constructivist GT, three interlinked categories and five 
sub-categories emerged that referred to the employer’s relationships with the 
employee, the OHP and brain tumour. Specifically, it was found that the three 
elements that shaped the employers’ experience was the employee with brain 
tumour, the OHP and brain tumour itself.
7.4.1. The employee with brain tumour
All participants expressed that, when faced with an employee with brain 
tumour, they needed to look for ways to avoid acts of discrimination against them 
and help incorporate them in the organisation/company as smoothly as possible. 
Their knowledge on the Equality Act, or lack of it, was made evident here, as well 
as their willingness to provide the reasonable accommodations their employee 
required. When putting their selves in the employee’s place, employers considered
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that they had skills and capabilities that were useful for the organisation/company 
and that returning to work had major psychological benefits for the employee. 
Whether participants worked in the public or private sector held no particular 
significance to the findings.
These results agree with previous studies that, while exploring the 
relationship of the employer with their employee, have concluded that, generally, 
employers held positive views about employing someone with a disabling 
condition (Gilbride et al., 2000; Graffam et ah, 2002b; Unger, 2002; Chan et al., 
2010, Coperland et al., 2010). Research has also proposed that, when hiring an 
individual with disability, the employers’ focus was on their skills, capacities and 
job performance (Gilbride et al., 2003) and they seemed to be satisfied with their 
decision to hire them (Petty & Fussell, 1997; Smith et al., 2004a; Smith et al., 
2004b).
Nonetheless, the support offered in the workplace for employees with 
disabilities has been found to be dependent on the type of the 
organisation/company. For example, Nowrouzi et al. (2009) supported that 
employers of the public sector and of bigger organisations/companies were 
offering accommodations to cancer survivors to a greater extent than any other 
type of sector and smaller organisations/companies. Similar reports have been 
found in a study that examined the concerns of smaller size companies with 
regards to hiring employees with disabilities (Frazer et ah, 2010). The results of 
these two studies do not agree with the findings of Hernandez et al. (2009), who 
found that employers in the retail sector were providing more workplace 
accommodations, not only to the employees with disabilities, but also to 
employees without any disabilities.
The power of discrimination acts and legislations on employment for 
people with disabilities has been illustrated in several studies. For example, 
Woodhams and Corby (2007) reported that the rate of people with disabilities who 
found employment after the implementation of the Disability Discrimination Act 
(DDA) in 2003 increased when compared to the analogous rate in 1995. In spite 
of the intentions to implement legislations that protect people with disabilities in 
the workplace from facing discrimination, employers and managers have appeared
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to lack the appropriate knowledge on what constituted discrimination acts (for 
example Dibben et al., 2001; Hernandez et al., 2008; Copeland et al., 2010).
Cunningham and James (1998) argued that the majority of the 
organisations they studied made changes to their recruitment processes and 
introduced disability policies, in compliance to the DDA of 1995. However, only 
a minority of the organisations demonstrated the intention to provide and deliver 
disability awareness programmes to their staff, whereas another study has found 
that disability awareness training programmes delivered to an organisation were 
unsuccessful due to the lack of knowledge of managers and human resources 
professionals (Cavaleros et al., 2002).
The conclusions of the aforementioned studies only partially agree with 
the results of the current study. Participants came from the private, public and 
educational sector and no difference in opinions were found between types of 
sectors. Moreover, they only provided a few sentences in an attempt to convey 
their understanding of the Equality Act, apart from one participant who tried to 
explain in full what the Act entailed. Despite the limited signs of knowledge, they 
all appeared willing to implement the Equality Act, with a number of them 
referring to their legal obligation to do so. In terms of awareness programmes, 
only three participants mentioned their organisation/company’s policy to provide 
such training programmes, but without revealing their success rate.
7.4.2.
With regards to OHPs, all but one of the participants asked about it were 
collaborating with them as part of their job requirements, and found the 
experience positive overall. One participant even took a step further to stress that 
the work OHPs perform was essential to not only the employee, but the employer 
as well, in the form of support, guidance, training and counselling. Others agreed 
that OHPs knew better on how to manage an employee with brain tumour and that 
they too could use some training. However, one participant noted that the fact that 
some OHPs worked for organisations/companies could hinder them from taking
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an impartial and objective stance and from working for the sake of the employee, 
rather than the benefit of the organisation/company.
These diverse views on the value of OHPs’ work have been made evident 
in previous research. Employers in Abma et al.’s (2013) study, for instance, stated 
that OHPs could provide them with help and support to manage employees with 
health problems in the workplace. Moreover, Gilbride et al. (2003) suggested that 
employers not only required, but also welcomed the support offered by OHPs, 
which could lead to increased benefits for both the company and the employee 
with disability. These results reflect the views expressed by the present study’s 
participant who stated that employers also need guidance when faced with an 
employee with brain tumour, in order to offer the appropriate support.
On the other hand, employers in Gilbride et al.’s (2000) study showed 
mixed feelings with regards to their contact with OHPs, with some rating their 
collaboration as very effective, some very ineffective, while some reported not 
having any contact at all. Additionally, only a few participants stated that the 
OHPs offered them career development counselling. Although employers in 
Hernandez et al.’s (2008) study found the on-going communication with OHPs to 
be critical, they also expressed concerns that some OHPs did not remain in contact 
with them.
The issue of constructive communication between employers and OHPs 
has been widely explored in the literature on employment and disability. For 
example, participants in Buys and Rennie’s (2001) study, who consisted of both 
employers and OHPs, described some strategies that could help build a successful 
partnership between them. These included the employer being open to hiring a 
person with disability; the OHPs displaying professional competence and 
providing responsive support services; the OHPs providing additional services to 
business that could be time- and cost-efficient; the two parties showing mutual 
integrity, commitment and communication to one another; holding a long-term 
relationship; the OHPs maintaining high standards of service provision; trusting 
one another; and the partnership resulting in direct and indirect benefits for both 
parties.
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More suggestions were offered by Peck and Kirkbride (2001) in order to 
eliminate the fears expressed by employers when faced with an employee with 
disability. The suggestions were the OHPs offering appropriate education and 
training schemes for employers and staff in order to fully understand what 
disability acts and legislations entail; stressing the capabilities of the employee 
with disability by reassuring the employer that the person they intend to accept 
back to work is the most suitable for the job; acknowledging the concerns and 
needs of the business; and exemplifying that the employee with disability has 
qualifications that are valuable for the company and that they are an untapped 
labour force.
Hagner and Cooney (2003), on the other hand, suggested that the literature 
has offered numerous ways in which employers and OHPs could work together 
for the benefit of the employee with disability. These included partnership options 
such as the OHPs offering accommodations and consultation to the employer in 
order to effectively work with the employee with disability; the OHPs and 
employers exchanging ideas on how to handle the employee’s return to work after 
a disability; the employers expanding diversity programmes in the workplace to 
include disability; and publicly-funded rehabilitation services assuming the 
expenses of reasonable accommodations that are necessary for the employee’s 
return to work and which employers might find unbearable. These solutions could 
lead to a closer relationship between rehabilitation services and businesses, mutual 
understanding for the sake of the employee with disability and quicker future 
response in and confrontation of issues in the workplace.
7.4.3. The brain tumour
Employers also revealed their views on brain tumour in general. It was 
evident that their knowledge on brain tumour, as well as its types, symptoms, 
treatment plans or deficits, was shaped by any previous experience and exposure 
to it. Their personal views and feelings towards brain tumour were also affected 
by their personal involvement in the matter. It appeared as though those who 
were, in one way or another, affected by brain tumour, or any other form of
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disabling condition, were also the ones who were more willing to speak openly 
about their feelings towards it and had more to share during the interview.
It has been suggested that, if employers found the job performance of their 
current employee with disability satisfactory, they were more likely to hire an 
individual with disability in the future (Smith et ah, 2004b). The same was found 
in Unger’s (2002) study, where it was reported that employers with prior 
experience with employees with disability, held increased favourable perceptions 
and willingness to hire an employee with disability in the future. Gilbride et al.
(2000) complimented these findings by reporting that employers were “glad” they 
hired someone with disability and were willing to continue to do so. Some authors 
have suggested that experiences with disabilities through personal relationships 
could have an impact on an employer’s decision to accept to work a person with 
disability (Putnam, 2005; Macaden, Chandler, Chandler & Berry, 2010). The 
conclusions reached by these studies agree with the finding of the current study 
that previous personal or workplace exposure to brain tumour would influence the 
employer’s involvement in the matter in a positive way, despite them not stating 
clearly whether or not they would employ another person with a brain tumour in 
the future.
Previous research on employers and employees with disabilities has 
demonstrated that employers, although they might appear positive about 
employing an individual with disability, were concerned with the high cost of 
accommodations (Peck & Kirkbride, 2001; Graffam et al., 2002b; Unger, 2002; 
Hernandez et al., 2008; Lengnick-Hall et al., 2008; Hernandez et al., 2009; Frazer 
et al., 2010). A finding of this sort was not supported in this study, with the 
participants only stating that they are both willing and obligated by law to provide 
reasonable accommodations, without any reference to costs. Furthermore, unlike 
participants in previous studies (for example Solovieva et al., 2011), the 
participants of this study did not mention any direct or indirect benefits as a result 
of hiring an employee with brain tumour to their organisations/companies. The 
only beneficial aspect they reported in terms of returning to work was from the 
employee’s, not their organisation’s, point of view.
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7.4.4. Identity Theory
With the expression of three types of relationships, it could be argued that 
employers demonstrate different roles and behaviours for each type of connection 
they develop: the role of the employer who gets to decide on the future of an 
employee, the role of the professional who collaborates with other professionals 
for the benefit of the employee and the role of an individual who gets influenced 
by what they witness in their personal life and workplace. A particular theory that 
could help add to the interpretation of the results of the present study is Identity 
Theory.
Based on Social Identity Theory and with roots in symbolic interactionism 
and social constructionism, which were discussed in Chapter 3, identity theorists 
assert that an individual can be a member of multiple groups, therefore hold 
different positions in a society. These positions are comprised of role identities, 
which have a value of their own, depending on the social context, and loaded with 
different meanings, actions, behaviours and expectations for the individual (Stets, 
2006). The dependence of identities on social contexts and interactions also makes 
them dynamic and fluid.
Since symbolic interactionism and social constructionism support that the 
self is social, which means it can only be expressed in relation to others in a social 
context (Mead, 1934), it has been argued that the meanings and expectations role 
identities hold are made visible through interaction with others, and that role 
identities cannot exist in isolation, but rather in relation to counter-roles (Burke & 
Tully, 1977; Stryker, 1980). For example, for there to be a doctor, there needs to 
be a patient, for a person to be labelled as an employer, they need to have 
employees.
Individuals define themselves with reference to the social situation in 
which they are in and, based on this definition, activate the role that “fits” that 
situation. The activated role and the expectations attached to it will organise, 
guide and, in turn, activate the individual’s behaviour in that social situation 
(Stryker, 1980). Thus, the employers of the present study defined and adopted a 
role based on the social situation in which they were in and the co-actor with
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which they interacted, which later on shaped their actions and behaviour. For 
example, the supportive and helpful employer will follow rules and provide 
reasonable accommodations for the employee with brain tumour, whereas the 
professional leader who seeks collaboration and advice from an OHP will allow 
external help for the employee with brain tumour.
Work identity is a person’s self-concept based on their work, which 
combines organisational and occupational identities that define their roles and 
behaviour during work performance (Walsh & Gordon, 2008). Work identity is 
constructed through identification with an organisation that offers positive values, 
competencies and attractiveness for the individual, characteristics which they 
consequently adopt (Ashforth & Mael, 1989; Walsh & Gordon, 2008). The 
professional expectations linked to a work role are embedded in an individual’s 
work identity during the identification process (Carden & Callahan, 2007). The 
strength of work identity can be overwhelming, since it can be more powerful and 
pervasive than identities based on gender or ethnicity (Hogg & Terry, 2000).
In terms of this study, the employers’ work identity was made evident 
throughout the interviews and through their views on employing people with brain 
tumour. They defined their actions and behaviour towards an employee with brain 
tumour, while guided by their work identity and the values of their organisation. 
More specifically, employers were providing reasonable accommodations, not 
only because they were willing to do so, but also because they were obligated by 
their organisation/company’s policies. They were performing the actions and 
fulfilling the expectations of the organisation by not discriminating against a 
person with a disabling condition.
These results reflect the ideas of critical realism on context-depended 
social phenomena. Employers define a situation which they are in and their 
conversational partners and accordingly adjust their roles and behaviours. The 
way they will treat an employee with brain tumour will differ from their 
communication with an OHP. The reason for this is that the interaction they have 
with each of these two groups depends on the social context, each other’s roles 
and the discursive communication they exchange with each other. What is also 
influencing are any pre-existing social structures and conditions, such as
244
Chapter 7
Study Three: Employers
Morality/
Responsibility
Employer
Profession
alism
Personal
Experiences
Figure 6: The values of morality/responsibility and professionalism that influence 
an employer’s experience with people with brain tumour, in association with their
personal experiences.
workplace guidelines and policies they need to follow in terms of interviewing 
and hiring a job candidate; the OHPs’ own guidelines on how to provide 
assistance to PwBT and collaborate with employers; and any personal experiences 
which were unable to control (e.g., disability in the family).
Overall, it is evident that, depending on whom they interact with and under 
which condition, employers stand as either the leader who supports their 
employees in the workplace, the professional who seeks advice from other 
professionals or the worker whose prior exposure and private experiences might 
hold an emotional burden that influences their work performance. Taking a step 
further, the values of morality, responsibility and professionalism come into place, 
which are intertwined with the employer’s personality. Thus, when the employer 
is faced with an employee with brain tumour, they feel responsible and morally 
obligated in employing and accommodating them based on their skills and 
capabilities, without letting the employee’s disability become a factor of 
discrimination. The values of responsibility and morality are derived from a 
mixture of their organisation’s values, legislations and policies and their previous 
personal and workplace experiences with brain tumour. As part of the
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accommodations they provide, they seek advice and support from OHPs, but they 
do so in the form of one professional reaching to another. This sense of 
professionalism is also derived from the organisation’s identity: they act as 
professionals because of their position in the organisation (see figure 6).
7.4.5. Limitations and implications
This study is not without limitations. A limitation is that not all 
participants employed a person with brain tumour. However, interesting results 
emerged from participants without employees with brain tumour, who were still 
willing to take part in the interview and share their stories. They have also 
provided their insights into what would happen if someone with brain tumour 
were applying for a job in their company. A number of these participants 
commented at the end of the interview that the interview questions got them 
thinking about their future actions in case they were faced with a dilemma of this 
sort.
Following this line of interpretation, these results could have implications 
for the field of occupational rehabilitation for people with brain tumour. The 
influence of the employer in an individual’s return to work is crucial. Therefore, 
by taking into account their personal experiences and their organisation’s 
practices, the positive effects for the employee could be magnified. Although 
matching the employee with the job based on skills and requirements is essential, 
the perspective of the employer could also be a significant factor that could ease 
the process and provide more positive outcomes. The employer’s personal 
experiences could also impact on the decision of hiring a person with brain 
tumour. It would be noteworthy to not just examine the physical work 
environment and how it can accommodate the employee, but also the 
organisation’s policies, legislations and regulations.
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7.5. Conclusion
This is one of a few studies to use qualitative methodology in order to 
highlight the experiences of employers with people with brain tumour and the 
processes they go through when hiring them. Results illustrated that employers 
were positive about employing people with brain tumour, considered OHPs as 
professionals who could provide support and information to both the employee 
and the employer, but lacked knowledge on brain tumour. Generally, the 
employer’s values of morality and responsibility, evident in their willingness to 
employ and accommodate employees with brain tumour, were entwined with their 
sense of professionalism displayed when seeking support from OHPs. This 
connection was influenced by the employer’s personal experience and prior 
exposure to brain tumour. This conclusion could have implications for 
occupational rehabilitation programmes, since the employer’s personality and 
practices appear to play a critical part in an individual’s return to work after brain 
tumour.
Overall, the adoption of the constructivist GT allowed for the description 
of the employers’ experience as understood and interpreted by the researcher 
within the interview context. Within this context, the two conversational partners 
exchanged meaningful discursive units, with the participants, in the one hand, 
attempting to ascribe meaning to their experience, and the researcher, on the other 
hand, interpreting the story shared in reference to prior presuppositions, in order to 
further understand the participants’ psychological and societal processes. The 
researcher and each of the participants were placed in a social context and created 
a reality among them that reflected the experience of the participant with hiring 
PwBT and collaborating with OHPs.
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8.1. Summary of results
This thesis set out to challenge the established order of research around brain 
tumour. So far, it has gained an insight into the process of returning to work after 
brain tumour by analysing the perspectives of three groups of people directly or 
indirectly involved in the issue: people with brain tumour, employers and 
occupational health professionals. The aim was to examine the influential aspects of 
this process by giving voice to the experiences of individuals affected with brain 
tumour and those in their social environment. Within the theoretical frameworks of 
critical realism and phenomenology, it was considered that the re-employment process 
after brain tumour is social, which entails different people acting within it in a variety 
of ways. This leads to a shared reality of the experience of brain tumour, which is 
understood here as dynamic and context-dependent.
In this chapter, the results of each study will be summarised and then 
examined for possible interconnections. It will also consider the present findings in 
light of pre-existing research. Following this, the limitations of the research will be 
discussed. The chapter will close with an overview of the implications of the studies’ 
results in the field of employment and brain tumour and recommendations for 
occupational rehabilitation services and workplace practices.
Study One focused on the experiences of PwBT who returned or were in the 
process of going back to work, with the use of IPA. Results indicated that the re­
employment process of PwBT was influenced by a number of factors linked directly 
or indirectly to work. To illustrate, their reaction to and overall feelings upon
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diagnosis played an important role in accepting their health condition and thus, 
deciding to RTW. Individuals’ reaction was shaped by late diagnosis or misdiagnosis, 
the consultation with doctors and their knowledge on brain tumour. Furthermore, the 
changes they had to face in terms of their employment status were also expressed as 
significant factors in the process of RTW. The decision to go back to work, the 
dilemma of disclosing their health condition to the workplace, the support received 
from employers, the lack of support from OHPs, and their overall feelings on working 
after brain tumour were aspects that had an impact on the changes participants 
experienced. Lastly, the coping strategies employed for adjusting to their current 
condition played a role in their re-employment status. Strategies included comparing 
life before and after the diagnosis; managing an invisible health condition; the support 
offered from their social environment; comparison with healthy or more severely ill 
individuals; and attempts to raise awareness on brain tumour. The findings suggest 
that employment is an imperative part in a person’s life that cannot be detached from 
their everyday practices.
In terms of the participants’ identities and sense of self, it was suggested that 
they create a new self-aspect/category, which includes an organised set of information 
on their brain tumour. This self-aspect is accompanied by roles, behaviours and 
expectations and guides the individual’s everyday interactions. The self before the 
brain tumour is not lost, but rather a new aspect of the self is created through social 
interaction, which guides behaviour and roles. This finding is evident in the 
statements of participants on “feeling normal” and “still being able to function as 
before the brain tumour”.
Study Two examined the experiences and perspectives of OHPs who worked 
with people with brain tumour in their attempt to return to work. The aim was to gain 
an insight into their practices and opinions while working with PwBT and 
collaborating with potential employers. The experience and working practices of 
OHPs were found to be influenced by both the employer and the PwBT. In particular, 
participants expressed that, in spite of their overall positive experience with 
employers, workplaces discriminate against PwBT. They illustrated this by indicating 
that employers do not always follow their guidelines, whereas employers who were 
positive and accepting their recommendations were those with whom they had
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previously collaborated or who had prior personal or workplace experience of 
disability.
The OHPs’ working practices were shaped by the individual’s health 
condition, the severity of their brain tumour and their emotional status. On the whole, 
participants supported a person’s return to work as long as they were physically and 
emotionally able to cope with the demands of the work environment. Additional 
aspects reported as affecting their working practices were the current economic 
situation and the lack of public knowledge and awareness of disabilities in general. 
According to OHPs, these outside factors were also linked to the attitudes and 
practices of employers: because of their lack of awareness and the concern to ensure 
their business’s financial future, employers chose not to employ someone with brain 
tumour.
The analysis also indicated that there was an interplay between the 
participants’ professional and personal self while working with people with brain 
tumour and collaborating with employers. Overall, the OHPs acknowledged that their 
professional self was most suitable when dealing with clients. They chose not to allow 
their personal feelings to intervene with their working practices. Even when they 
disagreed with the PwBT’s decision to RTW or an employer’s negativity against an 
employee, they displayed their professional self that accorded with guidelines and 
practices, and minimised their personal self, issues of which were dealt at a time away 
from clients.
Study Three aimed to uncover the perspectives of employers who hired or 
accepted back to work PwBT. The findings demonstrated that their experiences were 
influenced by their relationship with the employee with brain tumour, the OHP and 
brain tumour in general. Specifically, employers acknowledged that although there 
was discrimination in the workplace against PwBT, they were personally willing to 
accept and accommodate this group of people. A reason for their positive attitudes 
could lie in their personal or work-related experiences with disability. Although they 
considered RTW to be beneficial for these employees, employers revealed their lack 
of knowledge on brain tumour and how to manage employees with brain tumour. 
Disability awareness training programmes were offered by only a minority of the 
participants’ organisations. This could be one of the reasons they valued OHPs’
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guidance and support. Generally, they all considered their collaboration with OHPs to 
be a positive experience, but there were also concerns about the OHPs’ ability to 
remain impartial from their organisations’ policies. Employers also demonstrated a 
sense of morality and responsibility in relation to accommodating PwBT in the 
workplace, which was interrelated with their professionalism as reflected in their 
collaboration with OHPs, and their personal experiences of brain tumour or disability, 
in general.
8.2. Patterns within results
From the analysis of the data, it can be seen that several points of convergence 
and divergence arose among the three studies. The participants’ interview transcripts 
were treated as completing the puzzle of an overall picture that provides insights into 
the process of employment after brain tumour and how different groups of people 
experience it.
8.2.1. People with brain tumour and OHPs
The points of convergence between PwBT and OHPs were, firstly, the 
acknowledgment that the invisibility of brain tumour could affect their re­
employment. A number of OHPs reported that visible signs of brain tumour could 
facilitate the acceptance of a person’s health condition and appreciation of their 
difficulties. PwBT, on the other hand, expressed that the invisibility of their health 
condition played a vital role in adjusting to it, as well as in their social environment’s 
reactions. Provided that individuals displayed only cognitive, and not physical, 
deficits, their ability to hide their brain tumour was enhanced. Since it was something 
not immediately seen by employers, especially during the initial stage of the job 
interview, participants faced the dilemma of whether or not to disclose the health 
condition in the workplace.
This finding comes in agreement with the ones reported by Swift and Wilson
(2001) and Power and Hershenson (2003). These researchers respectively found that 
the invisibility of brain damage did not allow the individual to cope and adjust to their
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health condition in everyday life, which subsequently influenced their employment 
status. Additionally, Koch et al. (2005) reported that the co-workers of stroke 
survivors seemed to have doubts regarding the severity of their health condition, since 
no visible signs demonstrated that they had suffered a stroke. Nonetheless, the studies 
presented in this thesis extend this finding by suggesting that the invisibility of brain 
tumour determines, to some degree, its disclosure in the workplace. In turn, as 
expressed by the employers in Study Three, providing accommodations for the 
enhancement of the employees’ work performance depended on the employee 
disclosing the disability.
PwBT and OHPs also agreed that the social sector was more understanding of 
brain tumour or disabilities in general. This notion was expressed by a number of 
OHPs with regards to their collaboration with potential employers and whether or not 
it was successful and positive. PwBT expressed it in terms of the support received 
from the workplace in which they returned to. This finding agrees with Unger (2002), 
who argued that social services reported less concerns regarding the job performance 
of people with disabilities. Although the size of the organisation has also been found 
to affect the support for people with disabilities (for example, Fraser et al., 2010; 
Nowrouzi et al., 2009), it has not been found to be an influential factor for the 
successful collaboration of OHPs with employers in Study Two or the job 
performance of PwBT in Study One.
OHPs and PwBT also commonly acknowledged the impact of brain tumour on 
the emotional state of the individuals upon RTW. Specifically, although most PwBT 
in Study One revealed a number of emotional difficulties due to the unexpected 
diagnosis and considered themselves to be lucky to have returned to normal, the rest 
expressed negativity in their attitudes towards working and uncertainty in their future. 
OHPs in Study Two recognised that the vulnerability of an individual’s condition 
could impact on their working practices and, thus, their re-employment process. The 
emotional impact of brain tumour on PwBT has been described previously in the 
literature (e.g. Huang et al., 2001; Pelletier et al., 2002; Edvardsson & Ahlstrôm,
2005) and agrees with the findings reported in Study One.
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8.2.2. Employers and OHPs
Employers and OHPs agreed on only one issue, that there was discrimination 
in the workplace for PwBT and people with disabilities, in general. Particularly,
OHPs argued that their working practices were affected by the negativity of 
employers to accept PwBT back to work. According to OHPs, the employers’ 
negative stance derived from lack of knowledge and misconceptions about the 
productivity of employees with brain tumour. Employers, on the other hand, admitted 
that companies discriminate against PwBT, but they reported that they were willing to 
employ and accommodate an employee with brain tumour. The reason for their 
willingness lay in their views that the employee had much to offer, and that it was 
against the law to refuse employment to anyone with a disability. They did, however, 
admit their lack of specific knowledge on brain tumour, which agrees with PwBT and 
OHPs’ statements of a general absence of awareness on brain tumour, on both the 
workplace and societal levels.
Employers focused on individuals’ qualifications and capabilities. They also 
ensured that they did not discriminate against people with any type of disability by not 
revealing their medical information during the recruitment interview. That way, their 
decision to hire a job applicant would be objectively based on the applicant’s work- 
related capabilities deemed essential and desirable for the position. OHPs, however, 
believed there was a general tendency in organisations and businesses to overlook 
people’s potentials and capabilities and use disabilities and health conditions as 
excuses for not employing them.
Furthermore, the employers in Study Three were asked to describe the 
implementation of the Equality Act of 2010 in their organisation or business. The 
majority provided only a brief explanation, while others seemed fully informed of 
what this Act entails. Participants also described the disability awareness programmes 
offered to their employees. Conversely, OHPs were concerned that employers lacked 
the necessary knowledge on disability management in the workplace, which inhibited 
them from realising the working potential of their employees. The employers’ 
practices, according to OHPs, were enough to keep people with disabilities away from 
work, thus diminishing their productivity and employment status.
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In terms of the collaboration between employers and OHPs, employers 
regarded OHPs as the professionals who could guide, assess and facilitate an 
individual back to work, while simultaneously offering support and information for 
employers. They perceived OHPs as experts, whose advice was to be respected and 
implemented. For OHPs, negativity on behalf of the employer could prevent them 
from offering advice, and therefore, employers would decide on an employee’s return 
to work, without taking into consideration the OHPs’ input.
Moreover, doubts about OHPs’ ability to distance themselves from their 
organisations’ policies were expressed by employers. A participant shared the concern 
that at times OHPs could put their organisation’s interest before that of the employee. 
OHPs, on the other hand, stated that they do not discriminate in their work and that 
their role was to support every client with any type of disability or health condition. 
This finding has not been supported previously in the literature. Nevertheless, 
previous research has investigated the collaboration between OHPs and employers. A 
number of studies agree with the results of Study Two and Study Three in that OHPs 
were considered by employers to be a valuable source of support and information 
(Petty & Fussell, 1997; Graffam et al., 2002a; Gilbride et al., 2003; Culler et al., 2011; 
Abma et al., 2013).
According to OHPs, attempts to maximise gains and minimise losses influence 
employers, who feared that employing a PwBT could be costly and time-consuming. 
Although the literature has reported that employers were concerned with the high cost 
of workplace accommodations for people with disabilities (for example, Lengnick- 
Hall et al., 2008; Hernandez et al., 2009; Frazer et al., 2010), the employers in Study 
Three did not report similar concerns. Therefore, it cannot be concluded that the 
employers in Study Three were considering not hiring a PwBT because of the high 
cost of training and accommodations that could arise.
8.2.3. Employers and people with brain tumour
Employers and PwBT agreed that any personal or workplace experiences of 
employers with brain tumour or disabilities could influence an individual’s re­
employment process. PwBT found support by employers who seemed to understand
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the catastrophic effects of a severe health condition, in spite of the general lack of 
awareness and knowledge on brain tumour. One participant, for example, described 
how she had faced discrimination by one employer, only to be supported by another, 
who evidently was diagnosed with brain tumour in the past. Employers in Study 
Three, although not explicitly asked, disclosed previous experiences with disabilities, 
especially at a personal level.
This finding further supports previous research indicating that employers with 
prior experience with disability would be more willing to employ a person with a 
disability and more understanding towards their needs (Gilbride et al., 2000; Unger, 
2002; Gilbride et al., 2003; Copeland et al., 2010). It contradicts, however, the result 
found by Graffam et al. (2002a), who suggested that employers were not influenced 
by their previous experience with disabilities, possibly in order to focus solely on the 
employee’s qualifications and capabilities.
The results of Studies One, Two and Three can be summarised by the 
following key points:
• PwBT were considered by themselves, employers and OHPs to be 
capable of RTW and contributing to an organisation/company.
• PwBT, employers and OHPs agreed that there was a general lack of 
awareness and knowledge on brain tumour.
• Most PwBT felt supported by their employer before and after their re­
employment.
• PwBT did not feel supported by OHPs, but still managed to RTW.
• PwBT displayed continuity of self throughout their health condition 
and in the formation of a new self-aspect, which categorised the 
information related to brain tumour and influenced their behaviours, 
roles and expectations.
• The invisibility of brain tumour determined, to some extent, its 
disclosure in the workplace and the provision of accommodating 
assistance by the employer.
• The social sector was thought by PwBT and OHPs to be more 
inclusive and more understanding of disabilities.
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• Employers and OHPs agreed that there was discrimination in the 
workplace against PwBT.
• Employers and OHPs disagreed on how each viewed the PwBT, each 
other’s practices and the nature and outcome of their collaboration.
• PwBT considered, and employers implied, that an employer’s 
knowledge and experiences could affect a PwBT’s re-employment 
process in a positive way. Lack of knowledge could impact on it in a 
negative way.
• OHPs distinguished and placed boundaries between their professional 
and personal self in an attempt to avoid discriminating against specific 
types of disabilities.
• Employers held a sense of morality and responsibility towards hiring 
and accommodating PwBT, which was associated with their 
professionalism demonstrated while collaborating with OHPs and their 
personal experiences with disabilities.
8.3. Limitations
It is necessary to acknowledge a number of limitations of the three studies. 
First, results indicated that PwBT managed to go back to work with their employers’ 
support. However, they did not provide any insight into the durability of this support 
and whether it was long- or short-term. This is a point which could have been 
investigated further during data generation.
Furthermore, it could be argued that employers, since they acknowledged their 
lack of knowledge on brain tumour in Study Three, did not fully consider the adverse 
consequences brain tumour could have on their employee’s workplace performance. 
This potentially led to their initial willingness to employ PwBT, as well as their 
compliance with occupational legislation. Indeed, a participant in Study One revealed 
that, although her employers were supportive during her brain tumour diagnosis and 
treatment, their supportive stance faded away upon her RTW. A longitudinal study 
examining the perspectives of PwBT over a substantial period of work, as well as 
those of employers, could help clarify this issue. Such a study could also highlight the
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role of OHPs in case a disagreement arises in the workplace, and how this 
intervention is viewed by PwBT and employers.
A second limitation refers to the characteristics of the participants. For 
example, a small number of OHPs worked with people with traumatic brain injury 
and not PwBT, while one did not collaborate with employers. However, the gathering 
of rich data and valuable information allowed the inclusion of all respondents’ 
perspectives. Specifically, not all employers who participated in Study Three had 
hired an employee with brain tumour, but the fact that they responded to the invitation 
to participate in the study demonstrated their willingness to contribute with their 
opinions to the body of research in the field of brain tumour. It should also be noted 
that these employers disclosed that taking part in the study allowed them to reconsider 
their working practices and learn more about working with employees with brain 
tumour. Further, two PwBT did not manage to RTW; however, their perspectives on 
why a person would choose not to RTW were found to be insightful, while at the 
same time uncovered the meaning of work for them. The latter point suggests the 
need to turn the attention to people for whom work has lost its meaning and purpose 
following their brain tumour. It would be valuable to investigate whether 
occupational rehabilitation services offer people for whom employment is no longer a 
desired goal the same incentives as for those for whom work is what legitimises their 
everyday normality. Notwithstanding these limitations, the three studies coherently 
highlighted, from the individuals’ perspectives, what it is taken into consideration 
when returning to work after brain tumour.
8.4. Implications and recommendations
The results of the studies presented in this thesis could have implications for 
occupational rehabilitation services for people with brain tumour. More specifically, 
Study Two illustrated that, while working with an individual with brain tumour, OHPs 
were guided by a negotiation between their professional and personal identities, the 
roles that were attached to each identity, and the relationship between them. The role 
of an OHP is a vital one in the process of returning to work after brain tumour. They 
can offer encouragement, guidance, assessments and on-going support. They strive to
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match the capabilities of the PwBT with their job requirements so that they can meet 
job demands. They can also inform the employer on brain tumours, raise their 
awareness of the topic and stress the positive aspects of hiring a PwBT. It is essential 
to acknowledge the influence an OHPs’ practices and personal characteristics have on 
their professional relationship with the employer or the PwBT and their impact on the 
final outcome. Concerns are raised, however, with regards to the absence of help from 
occupational rehabilitation services for PwBT, as reported in Study One. It is 
suggested that OHPs should pay more attention to ways of broadening the reach of 
their services to people brain tumour and take into account their expectations, 
experiences, concerns and viewpoints.
The influence of the employer in an individual’s return to work is also crucial. 
Therefore, occupational health services should take employers’ personal experiences 
with disabilities, in general, or brain tumour, in particular, into consideration. The 
organisation’s practices, legislations and policies should also be considered. The 
perspectives of the employer in the process of occupational rehabilitation, as 
demonstrated in the present studies, as well as their personal experiences, are assumed 
to be an aspect that could facilitate a person’s re-employment process after brain 
tumour and provide it with more positive outcomes. Accounting for the physical work 
environment and how it can accommodate the employee to optimise their work 
performance is of major importance, as well as the policies, legislations and 
regulations of each particular workplace.
It is recommended that employers and OHPs work closely with each other and 
develop a collaboration characterised by open and on-going communication, mutual 
understanding and respect, and constant support and provision of feedback. This type 
of collaboration could facilitate the resolution of any issues that might arise in the 
workplace and offer alternative and plausible solutions to benefit all stakeholders, 
particularly the PwBT. It is of major importance to agree on a programme that 
facilitates the re-employment process of the PwBT and ensures long-term job 
retention.
The two stakeholders could also be simultaneously involved in the 
occupational rehabilitation process of the PwBT and provide their own 
recommendations along the way. The individuality of each PwBT and the flexibility
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of their approaches need to be considered throughout the re-employment process. It is 
particularly important to examine and take into consideration the meaning work has 
for individuals after brain tumour and their motivations to return to work. It is 
essential, as the results of the present studies illustrated, to take into account the 
personal experiences, concerns and viewpoints of employers and OHPs, but without 
ignoring the opinions and suggestions expressed by the PwBT.
The close and circular partnership of OHPs and employers could benefit all 
the stakeholders. Firstly, employers would acquire the knowledge and confidence 
required to employ a PwBT and have the reassurance that, if necessary, assistance is 
available from professionals in the field of occupational rehabilitation. Secondly, 
OHPs would gain understanding of the needs and requirements of each workplace 
and, thus, be able to match appropriately the capabilities and qualifications of each 
individual with the job role. This could lead to increased rates of successful return to 
work and higher levels of job satisfaction. Finally, the ones who will benefit the most 
from a constant and clear communication between OHPs and employers are the actual 
people affected by brain tumour. These people would be assured of appropriate 
support and guidance while in the process of returning to work, with the OHP 
focusing on their strengths and capabilities in order for them to return to the most 
suitable job position possible. Also, while in the workplace, they would have the 
confidence to ask for assistance or any required accommodations by an employer with 
appropriate training and knowledge on disability, along with the OHP’s support.
With regards to research on people with brain tumour, the studies of the 
present thesis suggest the close examination of the interaction of the three levels that 
seem to affect the experience of re-employment after brain tumour: the physical level, 
the social level and the psychological level. Specifically, the physical level refers to 
the corporal experience of brain tumour and its subsequent symptoms and 
manifestations. The physical limitations caused by brain tumour were vividly 
described by participants in Study One. The social level deals with the social 
interactions that add to the meaning of brain tumour and influence the re-employment 
process, in this case, the OHPs, employers and the workplace environment, in general. 
The psychological level includes the emotional responses and cognitive processes of 
the individual with brain tumour. The psychological level in the present thesis is
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reflected in Study One, where participants described their reactions towards their 
health condition and their re-employment process. As seen in the literature review 
presented in Chapter 2, previous research has mainly focused on one level, without 
reference to the influence that each could have on the other. Therefore, the literature is 
left with an incomplete representation of a person’s subjective experience with brain 
tumour. This thesis, on the other hand, emphasised the uniqueness of a person’s 
experience with brain tumour, by acknowledging the interaction of physical, social 
and psychological aspects that could influence them, as a way of understanding, from 
the individuals’ own point of view, what is it like to return to work following brain 
tumour.
8.5. Concluding remarks
The aim of this thesis was to develop and expand the conceptual framework 
forming the basis for the research on return to work after brain tumour. Within this 
thesis, it was assumed that people returning to work after brain tumour engaged in a 
process of social interaction with significant others, such as OHPs and employers, 
which shaped their knowledge and experiences. The studies presented in this thesis 
attempted to analyse the process of returning to work from the perspectives of the 
individuals involved: the PwBT, the OHP and the employer. The methods employed 
for the three studies provided participants with the opportunity to share their 
experiences in their own words, having the researcher as a conversational partner. The 
theoretical approaches employed for the design and conduct of this thesis were the 
critical realism approach on the social construction of reality with the influence of 
pre-existing social structures, and the phenomenological approach on the subjective 
and embodied character of knowledge.
Results indicated that PwBT, OHPs and employers interacted in a way that 
affected each other’s experiences. They were involved in a dynamic relationship, 
where the actions and practices of one impacted on the actions and practices of the 
other. The three studies challenged the proposition that brain tumour and re­
employment are individualistic processes. Instead, they suggested that brain tumour 
and returning to work are social processes, during which people act on each other,
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creating thus a new form of reality among them. These processes occur in a social 
context where they influence both the individual and society as a whole. The 
experience of brain tumour and subsequent re-employment is characterised by 
subjectivity, which has not been widely acknowledged in the literature thus far. This 
thesis provides a conceptual framework that views brain tumour as part of a collective 
whole, a process shaped by psychological reactions and cultural and social constructs, 
and not solely by the sum of symptoms that account for brain tumour, as viewed by 
neurosciences. Therefore, the present thesis considers the experience of re­
employment after brain tumour as one which is shaped by the interaction of physical, 
social and psychological constructs.
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Appendices
Appendix 1: Information sheet for participants of Study One.
Participant Information Sheet
UNIVERSITY O F
SURREY
Returning to Work after Brain Tumour
Introduction
My name is Chryso Pieridi and I’m a PhD student at the University of Surrey.
I would like to invite you to take part in a research project. Before you decide, you 
need to understand why the research is being done and what it will involve for you. 
Please take the time to read the following information carefully. Talk to others about 
the study if you wish.
What is the purpose of the study?
This study seeks to understand the process of going back to work from the perspective 
of the person with brain tumour. Specifically, I am interested in how it feels like 
returning to work after brain tumour and how easy or difficult it is to achieve.
Why have I been invited to take part in the study?
You have been invited because I would like to explore the process of returning to 
work after brain tumour from your point of view. In that way, you get to talk about 
your experiences, concerns, opinions or anything that is important to you and share 
your perspectives on the matter.
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Do I have to take part?
No, you do not have to participate. You will get to decide at your own time if you 
wish to participate. Your participation is entirely voluntary. You can withdraw at any 
time without giving a reason.
What will happen to me if I take part?
You will be asked to answer a number of questions relating to your experience of 
going back to work after brain tumour. You are free to discuss the topic in whatever 
way feels comfortable to you. The interview will be recorded.
What will I have to do?
If you would like to take part please email me at c.pieridi@surrev.ac.uk or call me at 
01483 682884 (Monday to Friday).
What are the possible disadvantages or risks of taking part?
There are no risks involved in your participation in the study. However, if  you feel 
any discomfort or inconvenience during the interview, then I will have at hand the 
contact details of various counselling services for people with brain tumour.
What are the possible benefits of taking part?
There are no direct benefits from taking part in the study, but it is hoped that by 
including your perspectives in the literature, the occupational rehabilitation services 
for people with brain tumour can become more flexible and more person-oriented.
What happens when the research study stops?
When the interviews stop, I will transcribe the recordings from the interviews and 
analyse the data. Once the study is complete, the recordings will be deleted.
What if there is a problem?
Any complaint or concern about any aspect of the way you have been dealt with 
during the course of the study will be addressed; please contact Dr. Dora Brown, 
Principal Investigator on 01483 683979 or on dora.brown@surrey.ac.uk.
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Will my taking part in the study be kept confidential?
Yes. All of the information you give will be anonymised so that those reading reports 
from the research will not know who has contributed to it.
Data will be stored securely in accordance with the Data Protection Act 1998.
Contact details of researcher?
Chryso Pieridi
Department of Psychology
Faculty of Arts and Human Sciences
University of Surrey
Guildford
GU2 7XH
Tel.: 01483 682884
E-mail address: c.pieridi@surrey.ac.uk
Who is organising and funding the research?
This study is organised and funded by the University of Surrey.
Who has reviewed the project?
The study has been reviewed and received a favourable opinion from the University 
of Surrey Ethics Committee.
Thank you for taking the time to read this Information Sheet and for considering
participating in this study.
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Appendix 2: Consent form sent to participants of Study One.
«f UNIVERSITY OF
%  SURREY
Consent Form
• I the undersigned voluntarily agree to take part in the study on the experience of 
returning to work with a brain tumour.
• I have read and understood the Information Sheet provided. I have been given a 
full explanation by the investigators of the nature, purpose, location and likely 
duration of the study, and of what I will be expected to do. I have been given the 
opportunity to ask questions on all aspects of the study and have understood the 
advice and information given as a result. I have been informed that the interview 
will be recorded.
• I agree to comply with any instruction given to me during the interview and to co­
operate fully with the investigators. I shall inform them immediately if I suffer 
any deterioration of any kind in my health or well-being, or experience any 
unexpected or unusual symptoms.
• I consent to my personal data, as outlined in the accompanying information sheet, 
being used for this study. I understand that all personal data relating to volunteers 
is held and processed in the strictest confidence, and in accordance with the Data 
Protection Act (1998).
• I understand that I am free to refuse answering questions during the interview at 
any time without needing to justify my decision and without prejudice.
• I confirm that I have read and understood the above and freely consent to 
participating in this study. I have been given adequate time to consider my 
participation and agree to comply with the instructions and restrictions of the 
study.
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Name of volunteer (BLOCK CAPITALS)
Signed
Date
Name of witness (where appropriate) (BLOCK CAPITALS)
Signed
Date
Name of researcher/person taking consent (BLOCK CAPITALS)
Signed
Date
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Appendix 3: Interview schedule for Study One.
1. Would you care to explain to me what do you understand by brain tumour?
2. What was it like being diagnosed with brain tumour?
3. Would you care to describe to me what your life was like before your
diagnosis?
4. Would you care to describe to me what your life is like since your 
diagnosis?
5. I assume/you mentioned that you were employed before your diagnosis, 
what was your employer’s reaction in hearing your news?
6. What were your colleagues’ reactions (if applicable) when you said that 
you have brain tumour?
7. What was it like for you to go through the occupational rehabilitation 
process?
8. What is it like for you to be at work now?
9. What would you recommend to others with a diagnosis similar to yours on 
their return to work?
10. What do you think it’s in store for you in the future?
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Appendix 4: Information sheet for participants of Study Two.
Surrey and Borders Partnership U L L n M  fiui^€(FBBO=iL^DDn
NHS Foundation Trust CANCER SUPPORT
UNIVERSITY OF
%  SURREY
The experience of vocational rehabilitation staff when working with people with 
brain tumour
Being employed offers people more than just income and financial security. It also 
helps give people a strong sense of social identity; helps them feel involved; they are 
using their time constructively and are attaining personal achievements.
For those who have experienced a brain injury of any kind, returning to work and 
feeling productive can be an important factor in their community (re)integration. 
Vocational rehabilitation intervention is very important during this process. For 
example, a study showed that the benefits of taking part in a vocational rehabilitation 
programme include its ability to boost the employee’s confidence and the provision of 
appropriate and interesting placements and follow ups.
Vocational rehabilitation staff and occupational health therapists are considered 
a source of useful information and guidance when it comes to returning to work 
with a brain tumour.
The current study will focus on the experiences of vocational rehabilitation staff and 
occupational health therapists who have worked with a person with a brain tumour 
when trying to return to work.
The main purpose of the study is to explore the experiences of vocational 
rehabilitation specialists who provided service to a person with a brain tumour. We 
aim to recognize any perceptions that these service providers hold that might enable 
or prevent the client’s re-entry in the work force. By incorporating their voices in the
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literature will help improve the provision of vocational rehabilitation services to 
people with brain tumour.
All it takes is answering a few questions regarding your experience. No personal 
information of the people with brain tumour is required for this study; just your 
viewpoints, opinions and concerns. The interview will take place at your own 
convenience. Any information you provide, like names or address, will be kept 
confidential.
If you or someone you know would like to take part in this study, please contact: 
Chryso Pieridi
Health Psychologist in training 
PhD student
Department of Psychology
Faculty of Arts and Human Sciences
University of Surrey
Guildford
Surrey
GU2 7XH
Tel.: 01483 682884
Email: c.pieridi@surrev.ac.uk
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Appendix 5: The consent form sent to participants of Study Two.
UNIVERSITY OF
%  SURREY
Consent Form
• I the undersigned voluntarily agree to take part in the study on occupational 
therapists/vocational rehabilitation staffs experience of employees with brain 
tumour.
• I have read and understood the Information Sheet provided. I have been given a 
full explanation by the investigators of the nature, purpose, location and likely 
duration of the study, and of what I will be expected to do. I have been advised 
about any discomfort and possible ill-effects on my health and well-being which 
may result. I have been given the opportunity to ask questions on all aspects of 
the study and have understood the advice and information given as a result.
• I agree to comply with any instruction given to me during the interview and to co­
operate fully with the investigators. I shall inform them immediately if  I suffer 
any deterioration of any kind in my health or well-being, or experience any 
unexpected or unusual symptoms.
• I consent to my personal data, as outlined in the accompanying information sheet, 
being used for this study and other research. I understand that all personal data 
relating to volunteers is held and processed in the strictest confidence, and in 
accordance with the Data Protection Act (1998).
• I understand that I am free to refuse answering questions during the interview at 
any time without needing to justify my decision and without prejudice.
• I confirm that I have read and understood the above and freely consent to 
participating in this study. I have been given adequate time to consider my 
participation and agree to comply with the instructions and restrictions of the 
study.
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Name of volunteer (BLOCK CAPITALS)
Signed
Date
Name of witness (where appropriate) (BLOCK CAPITALS)
Signed
Date
Name of researcher/person taking consent (BLOCK CAPITALS)
Signed
Date
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Appendix 6: Initial interview schedule of Study Two.
1. Would you mind explaining to me the nature of your job?
2. Have you ever worked with a person with brain tumour? Would you care to 
explain how it is/was?
3. What is your personal opinion on people with brain tumour returning to work?
4. What do you think of a workplace whereby people with brain tumour are not 
welcome?
5. How do you see employment for people with brain tumour in the future?
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Appendix 7: Interview schedule following the analysis of the first interview in Study
Two -  one question added.
1. Would you mind explaining to me the nature of your job?
2. Have you ever worked with a person with brain tumour? Would you care to 
explain how it is/was?
3. Have you been in contact with an employer as part of your job? How was that 
experience like?
4. What is your personal opinion on people with brain tumour returning to work?
5. What do you think of a workplace whereby people with brain tumour are not 
welcome?
6. How do you see employment for people with brain tumour in the future?
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Appendix 8: Interview schedule following the analysis of the first five interviews in
Study Two — one question added.
1. Would you mind explaining to me the nature of your job?
2. Have you ever worked with a person with brain tumour? Would you care to 
explain how it is/was?
3. Have you been in contact with an employer as part of your job? How was that 
experience like?
4. What is your personal opinion on people with brain tumour returning to work?
5. Findings from previous interviews suggest that your personal opinions interact 
with the way you perform your job while working with people with brain 
tumour. Have you found this happening to you? If yes, how did you deal with 
it? Have you found it intervening when working with your clients?
6. What do you think of a workplace whereby people with brain tumour are not 
welcome?
7. How do you see employment for people with brain tumour in the future?
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Appendix 9: Information sheet for participants of Study Three.
WE m e
Surrey and Borders Partnership o
NHS Foundation Trust CAH^ CER SUPi®Ol5T
UNIVERSITY OF% SURREY
The experience of employers when hiring a person with brain tumour
Being employed offers people more than just income and financial security. It also 
helps give people a strong sense of social identity; helps them feel involved; they are 
using their time constructively and are attaining personal achievements.
For those who have experienced a brain injury of any kind, returning to work and 
feeling productive can be an important factor in their community (re)integration. For 
example, a study on cancer survivors reported that any support the cancer survivor 
received from their employers and colleagues, as well as the job accommodations 
provided, made it easier for them to keep working during their treatment.
Having a supportive response from employers and the working environment in 
general has a major influence on returning to work after cancer.
The current study will focus on the experiences of employers and Human Resources 
managers who have hired or accepted back to work an employee with a brain tumour.
The main purpose of the study is to explore what employing a person with a brain 
tumour means for employers. The second purpose is for the researchers to identify 
what may be influential at the time employers decide to hire someone who had 
experienced a brain tumour, and how to retain them.
All it takes is answering a few questions regarding your experience. No personal 
information of the employees is required for this study, just your viewpoints, opinions 
and concerns. The interview will take place at your own convenience. Any 
information you provide, like names or address, will be kept confidential.
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The results of this study will have implications for vocational rehabilitation 
programmes and supported employment delivery models. Any contribution will be 
acknowledged upon the publication of the study.
If you or someone you know would like to take part in this study, please contact: 
Chryso Pieridi
Health Psychologist in training 
PhD student
Department of Psychology
Faculty of Arts and Human Sciences
University of Surrey
Guildford
Surrey
GU2 7XH
Tel.: 01483 682884
Email: c.pieridi@surrev.ac.uk
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Appendix 10: The consent form sent to participants of Study Three.
< UNIVERSITY OF
fu SURREY
Consent Form
• I the undersigned voluntarily agree to take part in the study on employers’ 
experience of employees with brain tumour.
• I have read and understood the Information Sheet provided. I have been given a 
full explanation by the investigators of the nature, purpose, location and likely 
duration of the study, and of what I will be expected to do. I have been advised 
about any discomfort and possible ill-effects on my health and well-being which 
may result. I have been given the opportunity to ask questions on all aspects of 
the study and have understood the advice and information given as a result.
• I agree to comply with any instruction given to me during the interview and to co­
operate fully with the investigators. I shall inform them immediately if I suffer 
any deterioration of any kind in my health or well-being, or experience any 
unexpected or unusual symptoms.
• I consent to my personal data, as outlined in the accompanying information sheet, 
being used for this study and other research. I understand that all personal data 
relating to volunteers is held and processed in the strictest confidence, and in 
accordance with the Data Protection Act (1998).
• I understand that I am free to refuse answering questions during the interview at 
any time without needing to justify my decision and without prejudice.
• I confirm that I have read and understood the above and freely consent to 
participating in this study. I have been given adequate time to consider my 
participation and agree to comply with the instructions and restrictions of the 
study.
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Name of volunteer (BLOCK CAPITALS)
Signed
Date
Name of witness (where appropriate) (BLOCK CAPITALS)
Signed
Date
Name of researcher/person taking consent (BLOCK CAPITALS)
Signed
Date
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Appendix 11: The initial interview schedule for Study Three.
1. Would you like to tell me how you go about employing staff for your 
organisation/company?
2. In your own words, what is the Disability and Equality Act of 2010?
3. Would you say that you/your company implement this Act? How/why not?
4. What is a brain tumour?
5. When you are recruiting, how would you deal with applicants that may have 
or have had a brain tumour?
6. Have you any employees with a known brain tumour? If so, what is your 
experience of having an employee with brain tumour?
7. What is your personal opinion on people with brain tumour returning to work?
8. What do you think of workplace whereby people with brain tumour are not 
welcome?
9. How do you see employment for people with brain tumour in the future?
306
Appendices |
Appendix 12: The interview schedule following the analysis of the first two
interviews in Study Three -  one question added.
1. Would you like to tell me how you go about employing staff for your 
organisation/company?
2. In your own words, what is the Disability and Equality Act of 2010?
3. Would you say that you/your company implement this Act? How/why not?
4. What is a brain tumour?
5. When you are recruiting, how would you deal with applicants that may have 
or have had a brain tumour?
6. What if the job applicant does not disclose that they have a brain tumour?
7. Have you any employees with a known brain tumour? If so, what is your 
experience of having an employee with brain tumour?
8. What is your personal opinion on people with brain tumour returning to work?
9. What do you think of workplace whereby people with brain tumour are not 
welcome?
10. How do you see employment for people with brain tumour in the future?
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Appendix 13: The interview schedule following the analysis of the third interview in
Study Three -  one question added.
1. Would you like to tell me how you go about employing staff for your 
organisation/company?
2. In your own words, what is the Disability and Equality Act of 2010?
3. Would you say that you/your company implement this Act? How/why not?
4. What is a brain tumour?
5. When you are recruiting, how would you deal with applicants that may have 
or have had a brain tumour?
6. What if the job applicant does not disclose that they have a brain tumour?
7. Have you any employees with a known brain tumour? If so, what is your 
experience of having an employee with brain tumour?
8. Do you come in contact with OHPs? What was that experience like?
9. What is your personal opinion on people with brain tumour returning to work?
10. What do you think of workplace whereby people with brain tumour are not 
welcome?
11. How do you see employment for people with brain tumour in the future?
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